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Background: Person-centred support for ‘living well’ with chronic conditions is 
necessarily underpinned by patient experiences and needs. About one third of people 
with stroke have the communication impairment, aphasia, but are under-represented in 
stroke studies. Additionally, there is a lack of research directly asking people with post-
stroke aphasia (PWA) about what supports them to live well. Thus, we lack high-quality 
guidance around developing person-centred support in the context of aphasia. This is 
particularly true for working aged PWA, despite increasing incidence of working aged 
stroke. This age group additionally may additionally have unique biopsychosocial 
support needs for a longer number of years. This PhD aimed to find out how to optimise 
support for working aged PWA to LWA in Ireland. 
Design and participants: The design was multiphase mixed methods and underpinned 
by Critical Realism. The studies comprised: a qualitative evidence synthesis of 
interviews with PWA; a survey of Speech and Language Therapists; qualitative 
interviews with working aged PWA; and triangulation of findings. Public and Patient 
Involvement collaborators with aphasia provided input throughout. 
Results: LWA was promoted via responsive, flexible and long-term support and 
information for PWA and families, and through opportunities for social participation. 
There were shortcomings and inequities in stroke care in Ireland. PWA and families 
experienced significant life changes and upheaval. Working aged PWA require flexible 
support with parenting, accessing a diverse social network and finding opportunities for 
meaningful social connection, training and employment. 
Conclusions: There is an urgent need for structural reforms that improve equity and 
transparency in access to aphasia and stroke care, information and self-management 
support for working aged PWA and their families. Furthermore, working aged PWA 
need support and opportunities for meaningful social participation and contribution in a 
way that recognises and responds to diversity and individual preferences. 
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Chapter 1: Introduction 
 
1.1 Introduction 
This chapter outlines the background and rationale for my PhD: Optimising 
stroke care to support working aged adults to live well with aphasia1: A 
mixed methodologies study. The chapter commences with an outline of the 
psychosocial consequences of post-stroke aphasia and the consequent need for 
personalised, collaborative rehabilitation targeting personally meaningful 
outcomes in 1.2. A relative lack of guidance around how best to support life 
participation goals in the context of aphasia is highlighted, particularly for people 
with post-stroke aphasia (PWA) of working age.  In 1.3 an overview of aphasia 
and stroke care internationally and in Ireland is provided. In 1.4 contemporary 
health policy approaches around supporting people with chronic conditions to 
live well are introduced. These include the living successfully and self-
management paradigms, both of which are presented critically in the context of 
aphasia research. A third approach, personal recovery is introduced and proposed 
as a useful lens through which to examine LWA. In 1.5, the research aims and 
objectives and researcher positionality are presented, followed by an outline of 
the thesis structure and PhD candidate contribution in 1.6.  
1 Aphasia is a communication impairment following brain injury that affects one or 
more of expressive and receptive language, reading, writing and gesture. 
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1.2 Psychosocial consequences and management of post-stroke aphasia 
Stroke is a leading global health issue (Feigin, Roth, Naghavi, & et al., 2016) and 
third leading cause of death and disability worldwide (Kyu, Abate, Abate, & et 
al., 2018). Despite an overall decrease in age-standardised stroke mortality rates, 
deaths due to stroke were estimated at 6.2 million and 132 million disability-
adjusted life years were lost in 2017 alone (Kyu et al., 2018; Pandian et al., 2020). 
Associated healthcare costs are significant, contributing to more than 5% of 
health expenditure in some high-income countries (Hankey et al., 2019).  
Many people with stroke live with multiple physical, psychological, 
social and financial consequences and have unmet long-term clinical and social 
needs (Horgan, Walsh, Galvin, Macey, & Loughnane, 2014; McKevitt et al., 
2011; McKevitt et al., 2010). Each year in Ireland, about 10,000 people have a 
stroke and it is estimated that there are more than 30,000 people living in the 
community with residual stroke-related disabilities (Irish Heart Foundation, 
2020). Incidence of stroke in working aged adults, who will live a longer number 
of years with stroke-related disability, is increasing in Ireland and internationally 
(Béjot, Delpont, & Giroud, 2016; Health Service Executive, 2016; McElwaine, 
McCormack, & Harbison, 2015). 
About one third of people with stroke are affected by aphasia, a 
communication impairment that “masks a person’s inherent competence, and 
most dramatically affects conversational interaction (talking and understanding), 
as well as the ability to read and write” (Aphasia Institute, 2015; Kagan & 
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Simmons-Mackie, 2013). Living with aphasia has far-reaching psychosocial 
consequences that affect people in diverse and complex ways. These include 
lower health related quality of life, mental health problems, compromised social 
networks and loss of friendships, unemployment and loss of income, barriers to 
accessing healthcare and digital technology, reduced social participation and 
upheaval and loss for family members (Baker, Worrall, Rose, & Ryan, 2020; 
Black-Schaffer & Osberg, 1990; Carragher et al., 2020; Grawburg, Howe, 
Worrall, & Scarinci, 2013; Hilari, Needle, & Harrison, 2012; Howe et al., 2012; 
Kelly, Kennedy, Britton, McGuire, & Law, 2016; Morris, Franklin, & Menger, 
2011; Northcott, Marshall, & Hilari, 2016; Northcott, Moss, Harrison, & Hilari, 
2016; Parr, 1994; Parr, 2001; Parr, 2007; Shadden, 2005).  
As a result of the breadth of its impact, aphasia recovery and 
rehabilitation are ideally collaborative between healthcare providers, PWA and 
their families (CCRE in Aphasia Rehabilitation, 2014). Furthermore, aphasia 
care is ideally personalised and responsive to individual contexts and needs, 
addressing not only impairment and activity limitation, but all biopsychosocial 
components of the International Classification of Functioning, Disability and 
Health (ICF) (CCRE in Aphasia Rehabilitation, 2014; World Health 
Organisation (WHO), 2001). From qualitative interviews with 50 people with 
post-stroke aphasia, Worrall and colleagues described the range of rehabilitation 
goals they prioritised (Worrall et al., 2011). The goals included access to aphasia-
related information and SLT, improved quality of communication, increased 
autonomy, dignity and respect, increased social and occupational participation, 
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involvement in altruistic activities and improved physical health (Worrall et al., 
2011). These goals spanned all ICF domains, with the highest concentration of 
goals in the Activity and Participation domains (Worrall et al., 2011).  
Aphasia management, including assessment, diagnosis and rehabilitation, 
is typically the remit of Speech and Language Therapists. A Cochrane systematic 
review of SLT interventions for post-stroke aphasia showed that SLT is effective 
at improving functional or everyday communication, and both receptive and 
expressive language, particularly when delivered at higher intensity (Brady, 
Kelly, Godwin, Enderby, & Campbell, 2016). There is also evidence that SLT is 
effective for post-stroke aphasia specifically in the chronic, post-acute stages 
(Allen, Mehta, McClure, & Teasell, 2012; Breitenstein et al., 2017). Speech and 
Language Therapists also fulfil a unique role in aphasia care in advocating and 
connecting PWA with other relevant support services in health and social care 
and community settings (CCRE in Aphasia Rehabilitation, 2014). This is 
particularly important as aphasia reduces people’s ability to communicate with 
healthcare providers and to receive appropriate, safe care (Hemsley, Werninck, 
& Worrall, 2013; Hersh, 2015; Parr, 1997). 
Many approaches to aphasia rehabilitation emphasise positive adaptive 
processes and outcomes, life participation and living well in addition to 
interventions targeting biomedical impairment (Chapey et al., 2001; Holland, 
2007; Horton et al., 2017; Worrall et al., 2010). Best practice guidance for post-
stroke aphasia SLT rehabilitation includes the Centre for Clinical Research 
Excellence (CCRE) in Aphasia Rehabilitation’s Aphasia Rehabilitation Best 
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Practice Statements (CCRE in Aphasia Rehabilitation, 2014) and Aphasia 
United’s Best Practice Recommendations (Simmons-Mackie et al., 2017). These 
call for culturally appropriate, personally relevant support for PWA and their 
families, and accessible information about aphasia and treatment options at all 
recovery stages (CCRE in Aphasia Rehabilitation, 2014; Simmons-Mackie et al., 
2017). Interventions that have a meaningful impact on communication and life 
more generally are also emphasised (CCRE in Aphasia Rehabilitation, 2014; 
Simmons-Mackie et al., 2017). Such approaches include conversation partner 
training. This involves training PWA and significant others in the use of 
supportive communication strategies to maximise the quality and effectiveness 
of conversations  (CCRE in Aphasia Rehabilitation, 2014; Simmons-Mackie et 
al., 2017). The CCRE pathway additionally emphasises collaborative goal-
setting, self-management strategies, social support for PWA, families and 
caregivers, planning for transitions such as hospital discharge, access to a stroke 
liaison worker and opportunities to meet other PWA (CCRE in Aphasia 
Rehabilitation, 2014).   
However, there is a lack of consensus and high-quality research evidence 
to guide the optimal approach to stroke care for PWA (for example in relation to 
goal setting, counselling and patient/ support) and this may impact on care quality 
and consistency (Brady, Fredrick, & Williams, 2013; CCRE in Aphasia 
Rehabilitation, 2014; Rohde, Worrall, & Le Dorze, 2013; Shrubsole, Worrall, 
Power, & O’Connor, 2017). This is compounded by an evidence-practice gap in 
aphasia care. This has implications for the provision of aphasia-friendly 
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information, support with depression, SLT of sufficient intensity for 
effectiveness and self-management support (Code & Petheram, 2011; Foster, 
Worrall, Rose, & O'Halloran, 2015; Hickey, Shrubsole, Worrall, & Power, 2019; 
Hilari et al., 2015; Rose, Worrall, McKenna, Hickson, & Hoffmann, 2009; 
Shrubsole, Worrall, & Power, 2019; Shrubsole, Worrall, Power, & O'Connor, 
2018; Thomas et al., 2013; Trebilcock et al., 2019; Wray, Clarke, & Forster, 
2018).  
Systematic exclusion of PWA from stroke research has also been reported 
(Brady et al., 2013; Smith et al., 2008; Townend, Brady, & McLaughlan, 2007; 
Wray et al., 2018). Brady and colleagues documented that PWA were included 
in only 1 of 14 (7%) randomised controlled trials included in a Cochrane review 
of information provision post-stroke; 3 did not report exclusion criteria and 10 
explicitly excluded PWA (Brady et al., 2013; Smith et al., 2008). Similarly, 
Townend and colleagues documented shortcomings in screening for aphasia and 
reporting of inclusion and exclusion criteria regarding PWA in most studies 
included in a systematic review of post-stroke depression screening and diagnosis 
(Townend et al., 2007). Finally, Wray and colleagues highlight total or partial 
exclusion of PWA, particularly those with moderate and severe aphasia, in 11 of 
24 (46%) studies included in a meta-analysis of self-management interventions 
post-stroke. In a further 9 studies (38%), it was unclear whether PWA had been 
included or not (Wray et al., 2018). Such systematic exclusion leads to a relative 
lack of evidence on care delivery and questionable clinical validity of post-stroke 
interventions (Brady et al., 2013). 
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In response to these translational gaps, there is growing research 
exploring how best to maximise life participation in the context of aphasia, i.e., 
the “broadening and refocusing of services” to support PWA to achieve life-
goals, in addition to impairment-focused rehabilitation approaches (Chapey et 
al., 2001; Kagan et al., 2008). Importantly, such approaches acknowledge 
structural, environmental and societal barriers to social and community 
participation for PWA, which are important targets of holistic, responsive 
interventions (Byng & Duchan, 2005; Howe, Worrall, & Hickson, 2008). This 
can include: raising aphasia awareness among family and community members; 
improving communicative accessibility within family and community settings; 
targeting social inclusion; communication partner training; and connecting PWA 
with opportunities for authentic, meaningful social and community participation 
(Byng & Duchan, 2005; Cruice, Worrall, & Hickson, 2006b; Howe, 2017; 
Kagan, 1998; Simmons-Mackie & Damico, 2007).  
At the same time, the operationalisation and measurement of social 
participation in aphasia (Dalemans, De Witte, Wade, & Van den Heuvel, 2008), 
as well as disability more generally, suffers a lack of conceptual clarity 
(Dalemans et al., 2008; Hammel et al., 2008). From qualitative research 
examining the meaning of participation to people with diverse disabilities (not 
including aphasia), Hammel et al. advocate that multiple facets are considered 
and addressed including meaningful community and social engagement, choice 
and control, personal and societal responsibilities, having an impact and 
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supporting others, access and opportunity, and social inclusion and membership 
(Hammel et al., 2008).  
Furthermore, there is a relative lack of knowledge around the impact of 
aphasia on social participation for people of working age, who may have 
different roles and relationships relating to work, family, children and society 
compared with people aged over 65 years (Dalemans et al., 2008). Two 
systematic reviews of the social participation of working aged PWA have 
highlighted loss of friendships, changes to marital relationships and parenting 
roles, reduced social life and social roles, limited return to work and/or education 
and limited community and civic participation (Dalemans et al., 2008; Pike, 
Kritzinger, & Pillay, 2017). This is particularly important in the context of 
increasing incidence of stroke in working aged adults (Béjot et al., 2016). 
 
1.3 Aphasia and stroke care 
A small body of research, mainly surveys of Speech and Language Therapists, 
has examined service provision for PWA in Australia, Canada, Hong Kong, the 
United Kingdom and United States. These document shortcomings in service 
provision including: a lack of access to SLT of sufficient dosage or intensity for 
it to be effective (Katz et al., 2000; Kong & Tse, 2018; Mackenzie et al., 1993; 
Rose, Ferguson, Power, Togher, & Worrall, 2014; Verna, Davidson, & Rose, 
2009); a lack of aphasia education and training for PWA, caregivers and other 
healthcare professionals (Kong & Tse, 2018); and inadequate community support 
services (Rose et al., 2014). Similar findings were found in audits of post-stroke 
17 | P a g e  
 
 
support in Ireland documenting variable and front-loaded access to SLT, 
psychological support and support for families and caregivers in Ireland 
(Community Services Subgroup of the National Stroke Working Group, 2011; 
Health Service Executive Quality and Clinical Care Directorate, 2012; Horgan et 
al., 2014; McElwaine et al., 2015; McElwaine, McCormack, & Harbison, 2016).  
In the last decade, a National Clinical Programme for Stroke and 
improved acute stroke services have resulted in a reduction in preventable deaths 
and admissions to long-term care in Ireland. However post-acute services are not 
consistently available (McElwaine et al., 2015) and there is a general lack of 
access to rehabilitation services for people with stroke (Muldoon, Walsh, Curtin, 
& Kinsella, 2017). As part a national audit of stroke care, a 2011 interview survey 
of regional health service managers, public health nurses and allied health 
professionals highlighted significant gaps in community stroke services 
(Community Services Subgroup of the National Stroke Working Group, 2011; 
Hickey, Horgan, O’Neill, & McGee, 2012). This included shortcomings in access 
to early supported discharge, variable access to community healthcare and 
inconsistent access to SLT, which was delivered at sub-optimal intensity and 
duration (Community Services Subgroup of the National Stroke Working Group, 
2011; Hickey et al., 2012). A 2013 national survey of people with stroke reported 
the long-term often unmet psychosocial needs of community-dwelling people 
with stroke, including a number of PWA (Horgan et al., 2014). In 2016, a survey 
of post-acute rehabilitation units highlighted inadequate access to SLT, 
physiotherapy, occupational therapy, clinical psychology, vocational 
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rehabilitation, self-management support and caregiver training, and reliance on 
the voluntary sector for essential neurorehabilitation and community support 
services (McElwaine et al., 2016).  
Overall, however, there  a lack of data in relation to the long-term 
experiences of people with stroke in Ireland, with implications for service 
planning and development (Community Services Subgroup of the National 
Stroke Working Group, 2011; McElwaine et al., 2016; Wren, Gillespie, Smith, 
& Kearns, 2014). Additionally, there are no data examining service provision 
specifically for PWA. This is particularly important considering the expected 
increase in prevalence of chronic disease and stroke in Ireland in the next decade 
(Health Service Executive, 2016; McElwaine et al., 2015). This too has 
implications in the context of international research demonstrating inconsistent 
access to post-acute stroke care for working aged adults with stroke in Australia, 
the United Kingdom and South East Asia (Walters et al., 2020).  
1.4 Health policy around living well with chronic conditions 
In the context of higher numbers of people living with one or more long-term 
chronic conditions (including stroke), aging populations and rising healthcare 
costs, health policy is orienting away from acute, episodic models of care (World 
Health Organisation, 2015, 2016). Recovery from chronic conditions has 
traditionally been approached from a purely biomedical perspective, emphasising 
the identification and treatment of standard disease processes at the expense of 
broader psychosocial and individual, biographical consequences (Langberg, 
Dyhr, & Davidsen, 2019; Mead & Bower, 2000; World Health Organisation, 
19 | P a g e  
 
 
2015). However, the lived experience and personal significance of chronic 
conditions are individual and change over time (Bury & Gabe, 2004). More and 
more, this is recognised in international health policy and practice guidelines that 
promote person-centred care throughout the life course that is integrated or 
coordinated across different health-related settings (World Health Organisation, 
2016; World Health Organisation (WHO), 2002). Person-centred care 
incorporates and responds to the perspectives of individuals, families, caregivers 
and communities, and empowers patients to actively shape health policy and 
services (World Health Organisation, 2016). Involving patients and families in 
shaping health services brings potential benefits for quality of care and health 
outcomes (Prior & Campbell, 2018). 
Mirroring international health policy, Irish health policy too has begun to 
shift focus towards reorienting health services to maximise health outcomes and 
quality of life for people with chronic conditions, including stroke (Department 
of Health, 2019; Health Service Executive, 2017; Health Service Executive 
(HSE), 2020). The policy vision is for the provision of quality healthcare (safe, 
effective, patient-centred, timely, efficient and equitable) (Institute of Medicine 
(IOM), 2001) that is primarily community-based, integrated across care settings 
and informed by patient experiences and preferences (Department of Health, 
2019; Health Service Executive, 2017; Health Service Executive (HSE), 2020).  
Contemporary biopsychosocial approaches to chronic disease 
management include two dominant paradigms: the successful aging  (Jeste, 
Depp, & Vahia, 2010; Martin et al., 2015) and self-management paradigms 
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(Fryer, Luker, McDonnell, & Hillier, 2016; Lorig, Ritter, Laurent, & Hobbs, 
2001; Squire & Hill, 2006). These offer potential alternatives to a purely 
biomedical approach for supporting people to live well and to achieve personally 
meaningful outcomes. First, within gerontology, successful aging addresses what 
it means to age successfully or well. While early definitions were largely 
researcher-led and biomedically focused, later conceptualisations of successful 
aging were more concerned with psychosocial wellbeing and incorporating the 
views of older people (Jeste et al., 2010). Furthermore, whilst traditional 
approaches emphasised freedom from disability and active engagement with life, 
it is more widely acknowledged that successful aging is also possible in the 
context of disability and chronic disease (Martin et al., 2015).  
A small number of studies has applied the successful aging paradigm in 
the context of living successfully with aphasia (i.e., living well with aphasia, 
LWA), broadly defined as “something beyond coping. . .participating in life as 
fully as one chooses” (Holland, 2006) (p.44). LWA was initially explored in a 
series of small, exploratory qualitative studies (Boles, 2006; Cruice, Worrall, & 
Hickson, 2006a; Hinckley, 2006; Holland, 2006) mostly informed by researcher-
selected exemplars of people LWA. Later studies, however, have explored the 
meaning and lived experience of LWA from the perspectives of PWA 
themselves, through qualitative interviews with larger and more diverse samples 
of participants (Brown, Worrall, Davidson, & Howe, 2010; Grohn, Worrall, 
Simmons-Mackie, & Brown, 2012; Grohn, Worrall, Simmons-Mackie, & 
Hudson, 2014). This emerging body of research has highlighted how meaningful 
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relationships, friendships, practical and emotional support and doing things are 
important for LWA (Brown, Davidson, Worrall, & Howe, 2013; Brown et al., 
2010; Grohn et al., 2014). At the same time, there is a lack of conceptual clarity 
about how living successfully with aphasia fits with related research areas 
including life participation. There is also a lack of clarity around the impact of 
external social, structural and political influences on someone’s ability to LWA. 
The underpinning paradigm, successful aging, too has been criticised for overly 
emphasising individual effort and agency and neglecting the impact of poverty, 
early life, disability, social and cultural factors, and public policy, thus inherently 
delegating blame and responsibility for individuals who do not age ‘successfully’ 
(Martin et al., 2015; Rubinstein & de Medeiros, 2015). 
Second, self-management support initiatives are designed to empower 
patients to monitor, manage and cope with their conditions, targeting outcomes 
such as health-related quality of life, confidence, self-efficacy, health protective 
behaviours and access to health services (Jones, MacGillivray, Kroll, Zohoor, & 
Connaghan, 2011). There is a small body of contemporary research examining 
self-management support for PWA documenting the relative exclusion of PWA 
in stroke self-management effectiveness studies and a consequent lack of 
evidence about the effectiveness of such approaches in the context of aphasia 
(Wray et al., 2018). A recent qualitative interview study highlighted a range of 
strategies people with communication difficulties, including aphasia, enact to 
manage their condition in the first-year post-stroke (Wray, Clarke, & Forster, 
2019). The authors suggested that future self-management interventions should 
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“recognize, support and build upon the active work already undertaken by stroke 
survivors with communication difficulties and their families” (Wray et al., 2019) 
(p.814). However, similar to successful aging, self-management interventions 
have been criticised for failing to consider both individual ability and lack of 
access to health and social support services on people’s ability to enact self-
management activities (Abu Dabrh, Gallacher, Boehmer, Hargraves, & Mair, 
2015; Potter, Kelly, Hunter, Fitzpatrick, & Peters, 2017; Vassilev et al., 2011). 
Such interventions may inadvertently cause adverse outcomes and ‘treatment 
burden’ in response to self-management activities delegated by health providers 
(Abu Dabrh et al., 2015; Gallacher, Bhautesh, et al., 2013; Gallacher, Morrison, 
et al., 2013).  
By contrast, a third approach, personal (or social) recovery, a guiding 
model in mental health, explicitly looks at personal, structural and environmental 
influences on living well with mental illness (Anthony, 1993; McDaid, 2013; 
Shepherd, Boardman, & Slade, 2008; Slade, 2009). Personal recovery is 
individually defined. The approach is concerned with removing social, attitudinal 
and economic barriers to meaningful social inclusion and participation, and on 
mobilising support in the social network and community (Anthony, 1993; 
McDaid, 2013; Shepherd et al., 2008; Slade, 2009). Personal recovery is linked 
with empowering people to understand and manage their condition to achieve 
life goals, with or without formal healthcare (McDaid, 2013; Mental Health 
Commission, 1998; Shepherd et al., 2008; Slade, 2009). In this way personal 
recovery contrasts with biomedical conceptualisations of recovery, which focus 
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on impairment, deficit and standardised treatment protocols. To date, personal 
recovery has not been examined in the context of aphasia. However, it might 
meaningfully be applied to examine LWA from the perspectives of PWA in order 
to addresses the relative neglect of external structural influences on living well 
and coping by both the self-management and successful aging paradigms. 
1.5 Research aims and objectives 
As highlighted above there is a lack of conceptual clarity about what it means to 
LWA and how best to support PWA to achieve personally meaningful 
participation outcomes, particularly those who are of working age. Furthermore, 
the examination of living successfully or well with aphasia has given relatively 
little attention to external influences on LWA, including access to health services 
and other social and political factors. This is concerning in the context of an 
increasing incidence of stroke in working aged adults  (Béjot et al., 2016; Health 
Service Executive, 2016; McElwaine et al., 2015) and the potential long-lasting 
impact aphasia and stroke has for younger families and workers (Dalemans et al., 
2008; Graham, Pereira, & Teasell, 2011). The long-term consequences of stroke 
are salient when we consider the documented shortcomings in the provision of 
stroke care for PWA internationally and nationally, and the general exclusion of 
PWA from stroke research, and consequent relative lack of research guidance 
around meeting the needs of a relatively vulnerable group (Brady et al., 2013).  
The purpose of this PhD was to address this lack of conceptual clarity 
around supporting LWA, particularly for people of working age, and to consider 
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how best to promote LWA considering individual, social, community and 
service-level factors. To this end, this PhD examined current level of support for 
LWA in Ireland from the perspective of Speech and Language Therapists, 
addressing a lack of data around the availability and nature of current support for 
PWA. These findings were integrated with the findings of qualitative interviews 
with PWA to produce provisional recommendations for promoting LWA. The 
design was underpinned by a rigorous qualitative evidence synthesis, drawing on 
existing qualitative research with PWA to enhance conceptual clarity. 
Additionally, working aged researchers with aphasia were meaningfully involved 
throughout the research process. The findings will have relevance for stroke and 
aphasia care nationally and internationally. 
The focus and form of this PhD were motivated and shaped by my 
professional and personal experiences and conversations with supervisors and 
colleagues. Over the course of my career working as a Speech & Language 
Therapist in acute and community settings, and as a project manager in healthcare 
service design and process improvement, I became interested in the organisation 
and delivery of accessible, person-centred care that is integrated across care 
professionals, settings and sectors. I became particularly interested in the 
communication barriers PWA face in accessing services and the equity issues 
raised. Over the course of my PhD, the focus and direction was honed, influenced 
by the expertise of my multidisciplinary supervisory team, headed by the 
significant experience of Professor Sue Franklin in aphasia research and practice; 
and modules and context of my interdisciplinary PhD programme, the Structured 
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PhD in Population Health and Health Services Research (SPHeRE programme). 
The research direction was also influenced by my personal experience living with 
multiple chronic conditions, because of which I, as a patient (and later as a 
clinical researcher), became interested in the concept of LWA, person-centred 
care, personally defined outcomes and participatory research methods with 
public and patient involvement. Further reflection on researcher positionality is 
in section 2.6 
The aim of this study was to conduct a mixed methodology examination 
of how best to support working aged adults in Ireland to live well with aphasia 
after stroke. The objectives were to: 
— Understand what supports living well with aphasia through the conduct 
of a systematic review and qualitative evidence synthesis, collaboration 
with a PPI aphasia advisory group and qualitative interviews with 
working aged PWA. 
— Examine current support for living well with aphasia in Ireland through a 
cross-sectional survey of Speech and Language Therapists involved in 
aphasia care in Ireland. 
— Integrate empirical data from multiple sources and methods to identify 
how to optimise support for working aged adults in Ireland to live well 
with aphasia after stroke. 
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1.6 Thesis outline 
This thesis constitutes a monograph presented in the form of traditional chapters 
(chapters 1, 2 and 8) and academic papers (chapters 3, 4, 5, 6, 7). 
Chapter 1 outlines the nature and consequences of post-stroke aphasia, 
shortcomings in the provision of stroke and aphasia care internationally and a 
relative lack of research guidance for supporting PWA to live well and to achieve 
personally meaningful outcomes, particularly younger PWA. The PhD aims and 
objectives, researcher positionality and thesis structure are introduced.  
Chapter 2 presents an overview of the underpinning ontology, 
epistemology and methodological approach to this PhD, and describes the 
research design including overall mixed methodologies structure, individual 
study design, PPI approach and integration of findings. 
Chapter 3 presents study 1, a systematic review and thematic synthesis 
of 31 peer-reviewed journal articles reporting the perspectives of PWA. The aim 
was to examine and synthesise the perspectives of PWA towards topics relating 
to personal recovery and living successfully (living well) with aphasia. This 
manuscript has been published in PLoS One (Manning, MacFarlane, Hickey, & 
Franklin, 2019). See Appendix 1 for copyright confirmation. 
Chapter 4 presents study 2, a cross-sectional survey of Speech and 
Language Therapists in Ireland. The aim was to examine the extent to which 
PWA are formally supported to live well and documents the characteristics of 
support for PWA including SLT and support in the community. This manuscript 
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has been published in Journal of Health and Social Care in the Community 
(Manning, Cuskelly, Russ, & Franklin, 2020). See appendix 1 for copyright 
confirmation. 
Chapters 5-7 present study 3, a qualitative interview study with working 
aged adults with aphasia, aiming to understand who or what has helped them to 
live well with aphasia (LWA). This study generated a rich data set about multiple 
aspects of LWA which are reported separately across three manuscripts. Chapter 
5 presents findings relating to stroke care and its relevance for LWA. This 
manuscript has been submitted to Disability and Rehabilitation. Chapter 6 
presents findings relating to adapting to aphasia and its relevance for LWA. This 
manuscript has been submitted to Aphasiology . Chapter 7 presents findings 
relating to social participation and its relevance for LWA. This manuscript has 
been submitted to Health Expectations. 
A summary of the PhD candidate’s contributions to each of studies 1-3 
(chapters 3-7) is presented in table 1 below. 
 Table 1 Contribution to studies 1-3 (chapter 3-7)  
Chapter 








Manning, M., MacFarlane, 
A., Hickey, A., & Franklin, S. 
(2019). Perspectives of 
people with aphasia post-
stroke towards personal 
recovery and living 
successfully: A systematic 
review and thematic 
synthesis. PLoS One, 
Led on:  
 
— Conceptualisation 
— Development and design of 
methodology  
— Project administration 
— Writing and management of 
PROSPERO process 
— Data curation 
— Formal analysis 







— Data visualisation and 
presentation 
— Writing original and subsequent 
drafts, editing and management 
of journal submission and minor 
revision process 
— Preparation and presentation of 







Manning, M., Cuskelly, C., 
Russ, E., & Franklin, S. 
(2020). Supporting people 
with post-stroke aphasia to 
live well: A cross-sectional 
survey of Speech & 
Language Therapists in 
Ireland. Health & Social 




Led on:  
 
— Conceptualisation 
— Development and design of 
methodology  
— PPI collaboration 
— Developing and piloting survey 
instrument 
— Project administration 
— Recruitment 
— Data curation 
— Formal analysis 
— Data visualisation and 
presentation 
— Writing original and subsequent 
drafts, editing and management 
of journal submission and minor 
revision process 
— Preparation and presentation of 









Submitted Summer 2020 to 
Disability & Rehabilitation. 
 
Comments / feedback 
received 2 October. Re-
submitting updated 
manuscript end Oct 2020. 
 
 
Authors: Manning, M., Mac 
Farlane, A., Hickey, A., 
Galvin, R., & Franklin, S.  
Led on:  
— Conceptualisation 
— Development and design of 
methodology  
— PPI collaboration 
— Developing and piloting topic 
guide and accessible interview 
design 
— Project administration 
— Recruitment 
— Data curation 
— Data transcription 
— Formal analysis 
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Aphasiology. 
 
Under peer review. 
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 Authors: Manning, M., Mac 
Farlane, A., Hickey, A., 
Galvin, R., & Franklin, S.  
— Writing original and subsequent 
drafts, editing and management 
of journal submission process 
— Preparation and presentation of 
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Chapter 8 presents an integrated analysis of the survey and interview 
study findings to produce recommendations for optimising stroke care to support 
LWA for working aged adults in Ireland. This analysis then informs the 
discussion of findings in the context of the aims and objectives of the PhD and 
relevant research literature and makes suggestions for future research. addresses 
Future implementation of the recommendations in the context of Irish health 
policy is explored. The chapter closes with a critical reflection on the 
methodology and unique contribution and impact of the PhD. To enhance 
readability, individual reference lists are included at the end of each chapter. 
1.7 Summary 
This study aimed to address a lack of conceptual clarity and empirical knowledge 
incorporating the voice of PWA around how best to promote living well with 
post-stroke aphasia for people of working age. This study was shaped by my 
personal and professional experiences, and by the guidance and support of my 
supervisory team, PPI members and research participants. The following 
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chapters describe each element of the PhD including a qualitative evidence 
synthesis, a survey and qualitative interviews, with additional chapters describing 
overall methodology and final integration and discussion. 
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Chapter 2: Methodology 
2.1 Introduction  
This chapter outlines methodological aspects of the PhD, providing an overview 
of research philosophy, design, PPI approach and research methods. The methods 
for the systematic review, survey and interview studies are described in more 
detail in chapters 3, 4 and 5-7, respectively. Section 2.2 focuses on meta-theory 
and rationalises and describes the application of Critical Realist meta-theory in 
this PhD. Section 2.3 describes the research design. Section 2.4 focuses on the 
role and involvement of the PPI aphasia advisory group contributors. In Section 
2.5, the approach to integrating the survey and interview studies is described. 
Researcher positionality is outlined in Section 2.6. 
 
2.2 Ontology, Epistemology and Methodological approach 
This was a social research study with a focus on human phenomena that aimed 
to combine findings from mixed methodologies in order to inform service 
delivery change. It was therefore essential to specify the underlying meta-theory 
and philosophical assumptions about the nature of reality (ontology) and the 
ways of knowing that reality (epistemology) (Bhaskar & Danermark, 2006). Such 
specification may be of particular importance for supporting the overall 
integration, rigour and coherence of mixed methods studies employing 
qualitative and quantitative methodologies (Lipscomb, 2008).  
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In health research the main meta-theoretical approaches are positivism 
(also objectivism, empiricism) and constructivism (also relativism, idealism, 
interpretivism, hermeneutics). These will be examined in turn and the 
implications of both approaches for mixed methods studies will be considered in 
2.2.1 and 2.2.2. Two further approaches pragmatism, commonly used in the 
context of mixed methodology research, and critical realism, are introduced in 
2.2.3 and 2.2.4 respectively. In 2.2.5 the relative merits of each approach in the 
context of this PhD are summarised and the application of critical realism is 
justified and described. 
2.2.1 Positivism 
Positivist methods such as randomised controlled trials have led to important 
advances in medicine and health care by generating rigorous objective 
knowledge to guide effective treatment decisions that are not based on human 
bias. Positivism, rooted in the scientific tradition, assumes that it is possible to 
generate objective knowledge about reality (Fletcher, 2017). This  epistemic 
fallacy results in the “problematic reduction of ontology to epistemology, or the 
limitation of ‘reality’ to what can be empirically known (e.g., through scientific 
experiments)” (Fletcher, 2017) (p.182). Such experiments generally involve 
using deductive logic to empirically test theories and hypotheses, often 
statistically, to uncover universal truisms, about which further hypotheses, 
theories, generalisations and predictions can be made. Classical research quality 
criteria (reliability and validity) and designs that aim to increase objectivity and 
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minimise bias are emphasised (Flick, 2007). Research designs are graded by the 
level of evidence quality they can provide. A systematic review and meta-
analysis of randomised controlled trials thus constitutes the highest quality 
evidence for a particular intervention (Oxford Centre for Evidence-Based 
Medicine, 2009). Such closed-system experimentation has contributed massively 
to the advancement of medical science and biomedical identification and 
treatment of standard disease processes (Mead & Bower, 2000). It is, however, 
less well equipped to handle broader biopsychosocial influences on health as well 
as the emergent complexity when interventions are implemented in real world 
contexts (i.e., in open systems), in which a nuanced understanding of social 
context and individual variation is required.  
2.2.2 Constructivism 
Often presented in opposition to positivism, constructivism denies both the 
existence of objective reality and an objective way of knowing it (Flick, 2007). 
From this perspective, knowledge of reality, or realities, is perspectival; socially, 
experientially and linguistically mediated (Flick, 2007). Therefore within 
constructivism, ontology also reduces to epistemology since reality cannot exist 
independently of human conceptualisation or understanding (Bhaskar & 
Danermark, 2006).  Constructivism focuses on description and interpretation of 
rich, contextual data generally obtained through qualitative, ethnographic and 
hermeneutic methodologies. Such approaches have enabled research into 
personal narratives and experiences of chronic disease and health care, and 
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exploration of the factors into why certain interventions may or may not work in 
practice. The traditional markers of research quality as set out by positivism 
(reliability, replicability, validity, objectivity) are at odds with qualitative data 
that are interpretive, perspectival and contextual (Flick, 2007). The quality of 
qualitative research may be better appraised according to trustworthiness, 
credibility, dependability, transferability and confirmability (Flick, 2007; 
Lincoln & Guba, 1985). There is a focus on trustworthy data collection, 
triangulation of different research methods, sources or data, ‘peer debriefing’ or 
discussing the research process with researchers not directly involved, looking at 
negative cases and ‘member-checking’ or confirming with participants that their 
views have been accurately represented. These techniques are undertaken with a 
view to creating a richer, refined, trustworthy understanding of phenomena of 
interest (Flick, 2007; Lincoln & Guba, 1985).   
2.2.3 Critical Realism (CR) 
Critical or complex realism (CR) is a meta-theory combining objectivist ontology 
and constructivist epistemology. Ontologically, CR posits an ‘existential 
intransitivity’ in both social and natural worlds. This means that the world exists 
independently of the human mind and is therefore in line with objectivism. At 
the same time, our attempts and means of knowing reality are fallible and 
interpretive, in line with constructivism (Clark, Lissel, & Davis, 2008).  So, CR 
ontology is wider in scope than, and does not reduce to, epistemology.  
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The evolving, fallible nature of knowledge has implications for research 
quality and validity. In CR, validity is about the relationship between different 
elements such as the findings, methods and aim, as opposed to the validity of 
particular research methods themselves (Maxwell, 2012). There is no objective 
measure of the validity of a study nor the accuracy of the findings. Rather, the 
focus is on testing conclusions against possible alternative interpretations or 
‘validity threats. This means identifying and exploring “possible alternatives to 
the proposed explanation” (Maxwell, 2012) (p.131).  
Maxwell’s framework of validity in CR emphasises relationships 
between various components of the research, for example, whether methods are 
appropriate to research aim and context and whether data are convincingly used 
as evidence for the conclusions (Maxwell, 2012). Specifically, Maxwell 
describes: 1) Descriptive validity or factual accuracy of data collection; 2) 
Interpretive validity, whether the data authentically represents the emic 
experience of events from the perspectives of participants; 3) Theoretical 
validity, whether the researcher’s analysis/ abstraction of events makes sense; 4) 
Generalisability, both internal, meaning the extent to which the findings  (and the 
research process that generated them) are trustworthy and meaningful and 
external, whether the findings can be applied and be useful in other real world 
contexts; and 5) Evaluative validity referring to the researcher’s evaluations and 
conclusions.  Maxwell gives the example of labelling a student’s throwing of an 
eraser as an act of resistance and then connecting this with the behaviour / values 
of the teacher. In this example, descriptive / interpretive validity is concerned 
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with whether the student really threw the eraser and whether the teacher was 
angry. Theoretical validity is concerned with whether the student’s actions count 
as ‘resistance’; generalisability (internal) refers to the extent to which the 
researcher observed and studied these events as they really occurred; and 
generalisability (external) is about the validity of the conclusions of the research 
about whether these events might unfold similarly in other similar contexts (e.g., 
with the same student confronted with another angry teacher). Finally, evaluative 
validity is about the validity of the researcher concluding that the student was 
wrong to throw the eraser at the teacher (Maxwell, 2012). 
In CR, reality is stratified into 3 levels as illustrated in figure 1 (Walsh & 
Evans, 2014, p. e2). At the most surface empirical level, we observe, experience 
and interpret physical, social and psychological phenomena. This is a transitive 
level of reality filtered by human experience and perception (Fletcher, 2017).  
The trunk represents the actual level of reality, which may be hidden to some 
degree by the wall. This level of reality is both transitive and intransitive 
(independent of human perception and interpretation). At this level, “events 
occur whether observed or not” (Fletcher, 2017) (p.183). Using standard 
qualitative or quantitative research methods, we may observe or infer patterns in 
events at this level (demi-regularities) which give rise to empirical experiences.  
The real level then encapsulates the causative, generative mechanisms 
responsible for actual events and empirical experiences. It is not possible to 
observe this level.  
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Figure 1 CR tree metaphor [adapted from (Walsh & Evans, 2014, p. e2)] 
 
The ‘roots’ exist despite the person not being able to observe them. 
Furthermore, the roots give rise to the events and experiences the person 
observes, experiences or infers. Thus, the person’s knowledge is fallible, 
subjective and partial due to incomplete appreciation of the generative 
mechanisms at the real level (illustrated by the light bulb). This hidden level of 
reality distinguishes CR from prior meta-theories (Walsh & Evans, 2014). It 
comes about because CR ontology is separate from epistemology. As articulated 
by the Centre for Critical Realism, “what is happening now, has happened, or 
will happen, is not exhausted by our knowledge or experience, nor does it exhaust 
the categories and possibilities of reality. Reality is complex, temporal, and 
changing. This critical distinction frames the differentiation of mechanisms from 
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their exercise, and the occurrence of events apart from our experience (or 
knowledge) of them” (Centre for Critical Realism, 2017). 
This contrasts with both positivism (limits reality “to what can be 
empirically known (e.g.,  through scientific experiments”) and constructivism 
(reality is “entirely constructed through and within human knowledge or 
discourse”) (Fletcher, 2017) (p.182). As Fletcher writes, “despite the seeming 
opposition between the constructivist and positivist perspectives, each reduces 
reality to human knowledge, whether that knowledge acts as lens or container for 
reality” (Fletcher, 2017) (p.182). In the next section, the chosen paradigm, CR, 
is explained further and the specific benefits and rationale for its application in 
this study are elucidated. 
2.2.5.1 Application of CR 
CR research yields an evolving, imperfect understanding of causation that is 
subject to challenge and revision as new evidence and insights emerge. In fact, 
all sources of knowledge (including researchers, research participants, etc.) and 
methodologies (including quantitative, qualitative, etc.) are fallible and 
perspectival (as CR is epistemologically constructivist). This means that our 
explanations of empirical events may be partial and incomplete, constituting 
tendencies rather than absolutes. Indeed, “some knowledge can be closer to 
reality than other knowledge” and we refine our understanding of reality and 
causal mechanisms driving observable phenomena through theory-building and 
testing (Fletcher, 2017) (p.182). Fletcher argues that this “ability to engage in 
47 | P a g e  
 
 
explanation and causal analysis (rather than engaging in thick empirical 
description of a given context) makes CR useful for analysing social problems 
and suggesting solutions for social change” (Fletcher, 2017) (p.182). Research 
participants (and researchers) may be (unwittingly) influenced by wider social 
structures such as social class, culture, discrimination and other power structures 
(Clark et al., 2008). A CR approach therefore recognises the possibility of, and 
seeks to uncover hidden, deeper generative influences on participants’ 
behaviours and perspectives. 
The focus of CR research is to uncover mechanisms at the real level 
responsible for the events we observe empirically. As such, CR provides a deeper 
understanding of the mechanisms underlying that which can be observed and 
studied. This brings potential benefits for targeted health and social interventions, 
health equalities, health services improvements and human emancipation (Angus 
& Clark, 2012; Fletcher, 2017; Scambler, 2001; Scambler, 2007). Stratified 
reality and perspectival epistemology permits integration of knowledge 
generated via multiple methodologies in order to develop a more unified 
understanding of events and causation (Walsh & Evans, 2014). As such, CR is 
doubly inclusive in that it permits the insights and methodologies of both 
positivist and idealist traditions depending on the focus of the research (Bhaskar 
& Danermark, 2006).  CR is thus compatible with interdisciplinary and mixed 
methodology research, and examination of phenomena from different 
perspectives and sources.   
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Through research, we can identify ‘demi-regularities’, or tendencies 
(since ‘constant’ event patterns in open systems are not consistent with a CR 
approach) (Scambler, 2001). These can be gleaned via the ‘usual’ qualitative and 
quantitative research methods, such as statistical analysis or qualitative coding, 
etc. (Fletcher, 2017). To make inferences about the underlying nature of reality 
driving observable events and patterns (the real level), CR additionally employs 
abductive and retroductive logic (Fletcher, 2017; Scambler, 2001). Abductive 
reasoning entails active engagement with prior concepts and theories in the 
literature to uncover underlying mechanisms and motivations beyond the 
perspectives and views of participants contained within the data. Retroductive 
reasoning involves a top-down examination of these theories or possible 
causative mechanisms by looking for supporting evidence in the data in order to 
test, validate or extend existing theory.  
In examining the relative benefits of applying CR to disability research 
compared with traditional empiricist, social constructivist and hermeneutic 
approaches, Bhaskar and Danermark used the example of dysphagia or 
disordered swallowing (also the remit of Speech and Language Therapists and 
commonly experienced post-stroke) (Bhaskar & Danermark, 2006). They 
proposed that disability is an open system phenomenon in which “physical, 
biological, physiological or medical/clinical, psychological, psycho-social, 
socio-material, socio-cultural and normative elements may all be involved” albeit 
to differing degrees and combinations (Bhaskar & Danermark, 2006) (p.288). 
Dysphagia too, they argued, has biological/physiological, psychological and 
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social / cultural mechanisms which can “predispose, trigger and / or sustain it” 
(p.290).  Such an open system phenomenon is termed a laminated system and 
explanation and understanding requires a multi-level approach. Failure to treat it 
as such would produce only a ‘fragmentary’ account with implications for 
designing and delivering appropriate interventions. As such, they critique both 
purely positivist and constructivist research approaches to disability. More 
recently applied, CR has examined the relationship between human rights and 
social determinants of health, two adaptive, complex laminated system 
environments, with a view to explicating underlying structures, powers and 
mechanisms to increase health equity (Haigh, Kemp, Bazeley, & Haigh, 2019). 
2.2.5.2 Critique of CR 
Whilst CR brings many potential benefits to developing the PhD, in particular 
“maximal inclusiveness – ontologically, epistemologically, methodologically” 
(Bhaskar, 1978) (p.209), it is not without a number of limitations, in particular a 
lack of clear methodological description, guidance and precedents in relation to 
its application (Fletcher, 2017). Fletcher notes that CR literature can be broadly 
described as “high-level philosophy of science and theory” or “reports on 
empirical research meant to explain social problems or inform policy” but which 
do not provide detailed methodological guidance. She observes that “few authors 
have demonstrated how CR ontology and epistemology informed their data 
collection…and data analysis” and “ultimately contributed to their findings” with 
a consequent lack of guidance “to help ensure reliability throughout the research 
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process” (Fletcher, 2017) (p.182). Furthermore, as Elder-Vass points out, CR 
literature suffers from a lack of description of “relationships between and among 
levels in causal accounts…fundamental to understanding emergence and 
causation” (Elder-Vass, 2004) (p.14). It thus remains somewhat under-specified 
to be usefully applied to explain underlying mechanisms giving rise to events. 
Bhaskar also notes weaknesses including a “relative underdevelopment 
of epistemology in comparison with ontology” and “relative neglect” of aspects 
of social being including developmental psychology and individual worldviews 
(Bhaskar, 2016) (p.210). He further laments a lack of application across various 
natural and social science disciplines, with much ‘middle-level’, methodological 
specification yet “to be done if critical realism is to become a successful under-
labourer for human emancipation, as it aspires to be” (Bhaskar, 2016) (p.210). 
2.2.4 Application of CR meta-theory in this PhD 
Notwithstanding the above critique of CR, my ontic view is that reality is broader 
than our understanding of it. So, ontology does not reduce to epistemology. 
Instead, there is a hidden, intransitive, unchanging aspect of reality that exists 
independently of our knowledge of it. Furthermore, there are multiple planes of 
reality (e.g., social, structural, natural, material, psychological, cognitive, 
biographical, cultural aspects). Consequently, there are multiple ways of 
knowing reality, each partial, fallible and interpretive, constrained by our own 
worldviews and flaws in the research methodologies applied. Different research 
methodologies, both qualitative and quantitative, may serve a purpose depending 
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on which aspect of reality we are seeking to understand. Such a view is informed 
by Critical Realism (Bhaskar & Danermark, 2006). Additional reflections on 
research philosophy are in Appendix 23 (section D).  
The relative benefits of a critical realist approach for conducting mixed 
methodology health-related research compared with positivist and constructivist 
approaches are outlined in 2.2.3. Another approach commonly applied in mixed 
methodology health research is pragmatism (DeForge & Shaw, 2012).  
Pragmatism is a meta-theory that emphasises extrinsic utility of knowledge 
generated regardless of methodologies employed (Long, McDermott, & 
Meadows, 2018). Compared with positivism and constructivist approaches, there 
is relatively less focus on the relationship between ontology and epistemology 
(Talisse & Aikin, 2008) and on “theoretical or methodological purity” due to a 
primary “focus on the social consequences of research and intervention” and on 
the “study of whole systems, in context” ibid (p.99). Like critical realism, 
pragmatism entails a tentative realist ontology and constructivist epistemology 
(DeForge & Shaw, 2012). Comparatively speaking, CR prioritises understanding  
causal mechanisms driving observed events (i.e. ontology) and pragmatism 
prioritises epistemological and experiential understanding (DeForge & Shaw, 
2012).  Furthermore CR is relatively more concerned with engaging with, and 
extending prior theory, getting ‘behind’ empirical data to try to understand the 
‘real’ nature of a phenomenon (Allmark & Machaczek, 2018). Conversely, 
pragmatism emphasises experiential and contextual knowledge with a focus on 
usefulness and fulfilling a particular research objective (Allmark & Machaczek, 
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2018). Within both approaches, knowledge generated is fallible and contextual 
(Long et al., 2018).  However, unlike CR, the key focus of pragmatic knowledge 
is the potential to be applied  and actioned (Long et al., 2018). Additionally, the 
underlying axiology of pragmatism and CR differ. CR is axiologically 
emancipatory and presupposes the need to address structural inequities and 
power imbalance to improve the lives of marginalised and disadvantaged groups 
(DeForge & Shaw, 2012). Conversely, pragmatism does not presuppose any 
suffering or disadvantage and is concerned with moral emancipatory issues only 
if aligned with overall research objectives (DeForge & Shaw, 2012). 
As such, CR was selected as a better fit for this mixed methodology PhD. 
Axiologically, the emancipatory focus of the research aim was in keeping with 
CR. Furthermore, the design of the research, which involves actively engaging 
and extending prior theory and reports of LWA and understanding structural and 
system-level barriers in accessing quality healthcare was better aligned with the 
principles of CR. The key CR features and their relevance and application in this 
PhD are described in table 2 below. 
Table 2 Key features of CR research and how these apply to this PhD. 
Key features of CR 
Application  
Open system 
phenomena (such as 
disability, social being) 




requires a multi-level 
approach.  
 
— Aphasia (and living well with it) is 
experienced in individual, dynamic and 
complex ways with biopsychosocial 
components and consequences.  
— There is no finite number of interacting 
variables which can be studied statistically, 
and from which a simple linear causal 
model may be derived.  
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— As such, there is a requirement for rich, 
contextual, experiential knowledge to 
generate rich insights and explanations at 
multiple levels (socially, psychologically, 
environmentally, economically, politically 
etc.) and using multiple methods into the 
types of supports that work for individuals 
with aphasia in different contexts.   
— CR facilitates understanding and 
explanation of how best to support PWA to 
live well, considering both structural and 
agential influences and individual ability to 
access and benefit from appropriate 
support.  
— In effect, using a CR paradigm, aphasia 
and living well with it, may be viewed as a 
laminated system. Such an open-system 
“highlights the irreducibility of planes of 
being that the researcher or analyst might 
be inclined to overlook” (Bhaskar, 2016) 
(p.83). 
CR is doubly inclusive 
and permits the 
insights and 
methodologies of both 
positivist and idealist 
traditions depending 
on the focus of the 
research (Bhaskar & 
Danermark, 2006).   
 
— CR is thus compatible with this mixed 
methodology PhD research design and 
examination of LWA from different 
perspectives and sources with implications 
for multiple stakeholders and disciplines.  
— The perspectives of PWA towards 
supporting living well with aphasia were 
explored and developed from multiple 
sources including literature, PPI advisory 
group and interview participants.  
— Methodologically, these were triangulated 
with survey data in order to derive 
principles from improving formal support 
for living well. 
 
CR research yields an 
evolving, imperfect 
understanding of 
causation that is 
subject to challenge 
and revision as new 
evidence and insights 
emerge. All sources of 
 
— Multiple methods and sources were 
triangulated in order to mitigate the 
fallibility of knowledge and its generation 
(including research methods and designs, 
existing theory, data sources such as 
research participants and PPI group 
members) in CR.  





fallible so our 
explanations of 
empirical events may 
be partial and 
incomplete. 
— Sources were triangulated: (1) systematic 
review findings are extended and refined 
with (2) input from the PPI advisory group 
using a participatory research approach 
and (3) qualitative interviews with PWA 
(Flick, 2007).  
— Interview and survey data were integrated 
to produce provisional recommendations 
about supporting living well for PWA 
(methodological triangulation).   
— Using multiple methodologies and 
triangulation permits deeper exploration of 
the phenomena from different angles and 
arguably generates richer knowledge than 
would be possible from any one study.  
— Triangulation too helps to mitigate some 
pitfalls of fallible knowledge and 
knowledge generation (Flick, 2007; Gibbs, 
2007).  
— By examining deeper causal levels of 
reality and by addressing underling 
structural influences to do with living well, 
this may have transferable benefits for 
other populations and vulnerable service 
users. 
— The PhD integration findings provide 
novel insights in an under-researched area. 
Nevertheless, they constitute preliminary, 
evolving recommendations that will need 
to be further validated, refined and 
implemented in particular contexts.   
 
In CR, there is no 
objective measure of 
the validity of a study 
nor or the accuracy of 
the findings. The focus 







— In this study, we attempted to understand 
our research question from multiple 
perspectives – looking at refining, 
extending understanding of supporting 
LWA.  
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CR has as its focus on 
human emancipation. 
Exploration of deeper 
causal mechanisms is 
potentially fruitful in 
navigating and 
driving social change 
and in understanding 
complex reality.  
 
— The focus of this study was on 
understanding how best to support PWA to 
live well with or without formal support.  
— Axiologically, the focus was on improving 
wellbeing for people affected by aphasia 
and to achieve a deeper understanding of 
multiple factors that can help or hinder 
living well in individual, complex ways 
and of what social changes are needed to 
enable living well. 
 
2.3 Research Design 
The aim of this PhD was to find out how to optimise support for working aged 
PWA to ‘live well’ with aphasia after stroke (in Ireland). It comprised several 
studies including: a systematic review and qualitative evidence synthesis of 
previously published interview studies with PWA (chapter 3); a survey of Speech 
and Language Therapists examining provision of formal support for living well 
with aphasia (chapter 4); qualitative interviews with PWA of working age 
(chapters 5-7); and integration of the findings of the survey and interviews to 
produce recommendations about optimising support for living well with aphasia 
(chapter 8).  
2.3.1 Multiphase mixed methods design 
The research design was multiphase mixed methods (figure 2) incorporating: (1) 
a sequential exploratory design, in which the systematic review underpinned the 
design of the survey and interview studies; (2) and a convergent triangulation 
design, in which the findings of the survey and interviews (each analysed and 
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generated individually) were combined to produce further findings and 
knowledge (Creswell & Plano Clark, 2011).  
 
Figure 2 Multiphase mixed methods research design 
 
Though largely qualitative, the PhD also incorporated quantitative data 
obtained through survey. Multiple methods permitted exploration of questions 
not possible using qualitative or quantitative methods alone (Creswell & Plano 
Clark, 2011). Such an approach was in keeping with CR, as a “philosophical 
perspective that validates and supports key aspects of both quantitative and 
qualitative approaches…” (Creswell & Plano Clark, 2011) (44-5).  
In line with policies promoting Public and Patient Involvement (PPI) in 
health research and in order to enhance the methodological quality and relevance, 
a PPI aphasia advisory group provided input into the research design, methods, 
analysis and dissemination (Health Research Board, 2016) (see section 2.4 for 
further details). Collaboration throughout the research process was in line with 
recommendations and evidence for meaningful and impactful involvement from 
the field of participatory health research (International Collaboration for 
Participatory Health Research (ICPHR), 2013; Jagosh et al., 2012). 
 




Figure 3 Timing of PPI Aphasia Advisory Group Input  
 
 
2.3.2 Justification of research approaches 
The above methods were selected to explore how best to support for living well 
with aphasia for working aged individuals in an Irish context. In study 1, the 
focus was on understanding the perspectives of PWA around what constitutes and 
promotes living well with aphasia.  Systematic review and qualitative evidence 
synthesis (QES) were selected to comprehensively identify and integrate a 
growing body of qualitative studies examining the perspectives and experiences 
of PWA. QES involves interpretively combining the findings of individual 
qualitative studies to refine conceptual understanding and to inform health 
service delivery, clinical guidelines and the development and implementation of 
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complex interventions (Langlois, Tunçalp, Norris, Askewb, & Ghaffara, 2018; 
Lewin et al., 2018). This design enabled a broadening and refining of the scope 
of living well to include individual, structural and social influences, thus taking 
a system-level approach to the question of supporting LWA. Thematic synthesis 
was applied as a rigorous and well-described QES method for integrating data 
relating to diverse topics to usefully answer a given research question (Thomas 
& Harden, 2008). This is because thematic synthesis involves inductively and 
iteratively coding the findings of each included study, gradually combining and 
integrating insights across studies through contant comparison to generate 
abstract and explanatory analytical insights. Alternative methods, such as the 
well-established meta-ethnography, rely on greater homogeneity of resaerch 
focus to generate new insights (Atkins et al., 2008). The findings informed 
subsequent studies in keeping with a CR approach which entails active 
engagement and refinement of prior theory and knowledge (Fletcher, 2017).  
In Study 2, the goal was to profile the availability of health and social 
care support for people with post-stroke aphasia around Ireland. This was to 
address a lack of data around stroke care available to PWA and to extend prior 
research highlighting shortcomings in access in particular to post-acute support 
(Horgan, Walsh, Galvin, Macey, & Loughnane, 2014). The accounts of Speech 
and Language Therapists involved in aphasia care was specifically targeted. This 
was due to their unique role in aphasia advocacy, treatment, liaison and referral 
(CCRE in Aphasia Rehabilitation, 2014) and thus best-placed to identify diverse 
supports available to PWA in different parts of the country (in absence of any 
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national database). A web-based survey method was selected as a useful, low-
cost, time efficient, easily administered means of obtaining a wide sample of data 
from clinicians around Ireland to describe current service provision (Durand, 
2014). This would produce preliminary data around support availability which 
might be meaningfully followed up in future research using methods such as 
focus groups for detailed exploration and discussion (Barbour & Kitzinger, 
1999). To increase content validity and better align the focus of the survey 
instrument with the perspectives of PWA around support for LWA, the survey 
instrument was informed by the QES and PPI collaborators with aphasia (see 
4.3.4). 
In Study 3, the focus was on understanding the perspectives of working 
aged PWA in Ireland around the types of things that are important for living well 
with aphasia. It was important that the views and experiences of PWA, often 
excluded from research by virtue of their aphasia (Brady, Fredrick, & Williams, 
2013), were authentically represented. Certain qualitative methods, such as 
participant observation, facilitate additional means of understanding a 
phenomenon without relying on the medium of language and participant recall. 
Observation is thus are useful for understanding more about a complex topic than 
simply what participants say about it  (Bowling, 2009). However, it was 
important to find out about a wider range of topics and experiences than might 
be captured through interpretation and discussion of more focused recorded 
events or activities (Bowling, 2009). In depth qualitative interviews were selected 
in order to obtain rich, relevant data from participants about a potentially broad 
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array of personally-meaningfully influences on LWA. This technique facilitated 
exploration of topics with participants who are experts by experience (Yeo et al., 
2013). Particular attention was given to designing communicatively accessible 
interviews to support meaningful inclusion of people with severe aphasia, 
working closely with PPI collaborators (see 5.3.5).  
In Study 4, the goal was to integrate the perspectives of working aged 
adults towards LWA (study 3) with data on current support provision (study 2) 
to produce recommendations for improving support for LWA for working aged 
adults in Ireland. Mixed methodology designs are increasingly used in health 
research (Lingard, Albert, & Levison, 2008; O'Cathain, Murphy, & Nicholl, 
2010). The value of such designs is in the integration of qualitative and 
quantitative data to generate new knowledge and insights that are more than the 
sum of the constituent parts (Barbour, 1999; Creswell & Plano Clark, 2007). 
Triangulation as applied in mixed methods research is the “process of studying a 
problem using different methods to gain a more complete picture” (O’Cathain, 
Murphy, & Nicholl, 2010) (p.342). In this study, we used a convergent 
triangulation design (figure 3), which entailed integrating the findings of mixed 
data after they had been independently collected and analysed.  
Various integration approaches have been described previously, 
including mixed methods matrix, which allows for a final integrative analysis of 
(independent) qualitative and quantitative findings with respect to individual 
participants. So, for example, individual participant contribution to the findings 
of survey and interview studies might be examined within a single spreadsheet 
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(Miles & Huberman, 1994). Another approach, follow the thread, involves 
integrating qualitative and quantitative data at an earlier stage of analysis. 
Following initial analysis of each dataset, provisional themes or questions are 
selected from one dataset and inspected or ‘followed’ in the other (Moran-Ellis 
et al., 2006).  
A third approach, the triangulation protocol, supports a final integrative 
analysis that generates combined meta-themes across both datasets (O’Cathain 
et al., 2010). The triangulation protocol was selected to facilitate integration of 
themes spanning a broad range of topics relating to LWA and generated from 
different participant groups. It additionally provided clear guidance for usefully 
and transparently combining the individual findings in order to generate new 
knowledge to answer the research question. Per O’Cathain and colleagues, the 
triangulation protocol constitutes “the most detailed description of how to carry 
out triangulation” and the only one to consider silence across datasets (i.e., where 
themes are in one dataset but not the other) (O'Cathain et al., 2010) (p.342). Such 
silence “might be expected because of the strengths of different methods to 
examine different aspects of a phenomenon, but surprise silences might also arise 
that help to increase understanding or lead to further investigations” (O'Cathain 
et al., 2010) (p.342). This was additionally important in the context of the 
anticipated methodological silence relating to experience of using services 
(interviews only) and characteristics of SLT services (surveys only).  
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2.3.3 Research aims and objectives 
The research objectives, questions, design and methods are in table 3 and an 
overview of study participants is in table 4. 
Table 3 Aims, design, data sources, analysis for each element of the PhD 
Study 1 (Chapter 3) 
Aim 
To identify and synthesise prior qualitative research examining 
the perspectives of PWA towards personal recovery, living 




— What do PR-LS mean to PWA? 
— Who or what facilitates PR-LS according to PWA? 
— What gets in the way of PR-LS according to PWA? 
— What ideas do PWA have about what could or should be 
done to promote PR-LS? 
Design 
Systematic review and thematic synthesis 
Data 
Results of 31 peer-reviewed articles reporting perspectives of 




PPI Collaborators (Chapters 3-7) 
 
Aim 
The initial remit was to validate the systematic review findings 
and to use these to plan the interview and survey studies. The 
group also helped to: 
— address the challenge of supporting PWA to give rich, 
relevant information in the interview study; 
— interpret the findings of survey and interview studies; 
— advise on accessible dissemination formats. 
Design 
Participatory Learning and Action (PLA) research approach. 
Data 
Data co-created using PLA tools and techniques (Mc Menamin, 




PLA approach and adapted tools (Mc Menamin et al., 2015b; 
McMenamin et al., 2018). 





To understand what SLT and related stroke care and aphasia 
information are currently available to support LWA in Ireland. 
Research 
question 
— What are the characteristics of SLT services for PWA?  
— What community support is available to PWA and 
families?  
— What aphasia-related information is available to PWA, 
families, friends and HCWs? 
— How do Speech and Language Therapists support social 
and community participation? 
Design 
Cross-sectional, web-based survey 
Data  
Mainly quantitative data. Some open-ended responses. 
Analysis 
Descriptive statistics. Thematic analysis of open responses. 
Study 3 (Chapters 5-7) 
Aim 
To explore the perspectives of working aged PWA towards 
living well with aphasia. 
Research 
questions 
— Who / what is important for living well with aphasia? 
— What would / would have helped participants to LWA? 
Design 
Qualitative, semi-structured in-depth interviews 
Data 
Audio and video recordings of interviews; transcriptions 
Analysis 
Reflexive thematic analysis + flexible deductive coding. 
 
Integration (Chapter 8) 
Aim 
To synthesise the survey and interview findings to produce 
preliminary recommendations for optimising support for 




— What are levers of LWA? 
— What are barriers to LWA?  
— How can we optimise support for LWA for working 
aged individuals in Ireland? 
Design 
Triangulation protocol (O'Cathain et al., 2010) 
Data 
Survey (chapter 4) and interview study (chapters 5-7) findings. 
Analysis 
Integration by triangulation.  
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SLT Managers (HSE), IASLT 
n/a 95 n/a 
HSE Speech & Language Therapists 
n/a n/a 1 PWA 
Limerick Stroke Support Club 
1 n/a 0 
Acquired Brain Injury Ireland 
1 n/a 2 PWA, 1 
Spouse  
Headway 
2 n/a 5 PWA, 1 
Spouses 
Irish Heart Foundation 
n/a n/a 1 PWA 
Croí 
n/a n/a 4 PWA, 1 
Spouse 
Aphasia Ireland 
n/a n/a 1 PWA 
TOTAL 
4 PWA 95 14 PWA, 3 
Spouses 
 
2.4 Public and Patient Involvement (PPI) 
In this section, the recruitment of PPI collaborators and their evolving 
contribution to this PhD are further described. As mentioned in Chapter 1 section 
1.2, exactly because of their communication difficulties, people with post-stroke 
aphasia (PWA) are frequently excluded from stroke research.  This leads to a 
relative lack of guidance around service planning, delivery and content (Brady et 
al., 2013; Engelter et al., 2006; Flowers et al., 2016; Wray, Clarke, & Forster, 
2018). Responsive and relevant aphasia support must incorporate the 
perspectives of PWA and their significant others (Howe et al., 2012; Worrall et 
al., 2011). There is a clear ethical imperative to support participation in research. 
65 | P a g e  
 
 
Brady and colleagues (2013) stress that failure to make ‘reasonable provisions’ 
to include underrepresented populations in the research process is discriminatory 
on the grounds of disability under the Helsinki Declaration (2013).  
Furthermore, there is an ever-increasing requirement for Patient and 
Public Involvement (PPI) in health and social care research, i.e., research that is 
conducted “with” or “by” members of the public rather than “to”, “about” or 
“for” them (Health Research Board, 2016; INVOLVE, 2014). Though PPI is 
commonly conflated with qualitative research methods, “PPI contributors are 
members of the research team, involved in all research processes such as applying 
for research funding, planning and designing the intervention, giving feedback 
on draft materials, and interpreting research findings” (Muller et al., 2019) (p.35). 
PPI impacts include patients feeling more empowered, reduced stigma, increased 
relevance, validity and credibility of the research process and conclusions, 
improved and tailored dissemination of research information, and the potential to 
inform research funding policy (Collins, Long, Page, Popay, & Lobban, 2018; 
International Collaboration for Participatory Health Research (ICPHR), 2013; 
Irish Health Research Forum, 2015).  PPI literature and guidance documentation 
are underpinned by values concerning empowerment and rights; increased 
research effectiveness, quality and relevance; and partnership, equality, respect, 
trust, openness, honesty, independence and clarity in the conduct of PPI research 
(Collins et al., 2018; Gradinger et al., 2015). PPI approaches are increasingly 
applied in aphasia research, including participatory research with PWA 
examining community services, PPI advisory groups and end-user involvement 
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in participatory co-design and intervention evaluation (Mc Menamin, Tierney, & 
Mac Farlane, 2015a; Mc Menamin et al., 2015b; McMenamin et al., 2018; 
Palmer & Paterson, 2013; Parr, 2001; Pound, 2013; Wilson et al., 2015).  
An aphasia advisory group of 4 PWA of working age was convened in 
the Mid-West region of Ireland. Members were recruited via the HSE Mid-West 
and third-sector support organisations: ABII, Headway Ireland, HSE Mid-West 
and Limerick Stroke Support Club. Whilst PPI work does not usually require 
ethical approval it was necessary to demonstrate to the various research ethics 
committees of the university, HSE and via the HSE Mid-West and third-sector 
support organisations that the research involving potentially vulnerable adults by 
virtue of communication impairment would be conducted in an accessible, 
transparent, respectful and ethical way. Therefore, approval was obtained from 
the Research Ethics Committees of the University of Limerick Faculty of 
Education and Health Sciences (REC Ref: 2016_09_06_EHS); University 
Hospital Limerick (REC Ref: 124/16); ABII; and Headway Ireland. Study 
approval was also obtained from the Limerick Stroke Support Club. Additional 
approval was sought from REC Chairs to increase the total number of advisory 
group sessions from 7 to 10. Information sheets and consent forms are in 
Appendix 2. The members initially consented to the following roles: 
— to inform search terms for the systematic review and qualitative evidence 
synthesis;  
— to be involved in developing the topic guide and accessible materials for 
the interviews;  
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— to be involved in informing the design and validation of the findings of 
the survey, interview and integration studies.   
However, the group role evolved in parallel with the project design and 
as it became clearer the range of areas which would benefit from collaboration. 
Due to timing and the changing scope of the systematic review, the group was 
not involved in search terms for the systematic review. The original aim had been 
“to establish systematically and synthesise what is known about the experiences, 
perspectives and preferences of people with aphasia post-stroke and their 
significant others regarding support services”, however this was refined in terms 
of scope and methodology to interpretatively synthesise prior research on topics 
to do with living well with aphasia (taking a broad approach to the concepts this 
area covers). 
The group’s role became more about validating and exploring the 
findings of the systematic review as a more structured approach to involvement 
in study design. We devoted a total of 4 session (12 hours) to this task, which 
also had the advantage of familiarising the group with the aims and purpose of 
the study, the prior literature, the phenomena of interest and establishing good 
working dynamic and rapport. The group’s role of inputting into designing 
accessible interview strategies was also updated / refined as it became apparent 
that there was a lack of clear, practical descriptions from the systematic review 
literature (Manning, MacFarlane, Hickey, & Franklin, 2019). This is described 
further in chapters 5-7. The group also inputted into a draft survey instrument, 
described in chapter 4. Following data collection and initial data analysis for the 
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survey and interview studies, the group was involved in interpreting and 
validating these findings. Finally, the group members suggested ideas for 
aphasia-friendly research dissemination. This extended role is illustrated in figure 
4 below. A description of the methods used to meaningfully involve PPI 
contributors in the study are in Appendix 3. 








The level of involvement of PPI collaborators over the course of the PhD 
is articulated according to the dimensions of participation framework developed 
by Cook and colleagues (Cook, Boote, Buckley, Vougioukalou, & Wright, 2017). 
Six dimensions describe increasing involvement, power and control of PPI 
members over the research process. These are: co-option (no real power-sharing); 
compliance (researchers set the agenda and make decisions, PPI contributors 
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conduct some research activities); consultation (PPI contributors’ views are 
sought, but researchers conduct research and make decisions); co-operation (PPI 
contributors and researchers collaborate on research priorities but control 
remains with researchers); co-learning (PPI contributors are facilitated to conduct 
research); through to collective action (PPI contributors mobilise autonomously 
to conduct research without external facilitation) (Cook et al., 2017). The overall 
level of involvement was consultation. Specifically, collaborators were consulted 
for the following research activities: validating the review findings; identifying 
key concepts to ask people about in interviews; advising on the practicalities of 
conducting qualitative interviews with PWA, including taking part in practice 
interviews; providing feedback and suggestions on a draft survey instrument; 
interpreting the findings of interview and survey studies; and giving suggestions 
for accessible research dissemination formats. 
While the potential benefits of PPI approaches, described above, are 
widely accepted in the literature, there are calls to increase the clarity of reporting 
and articulation of the impacts of PPI, both positive and negative, both on the 
quality of the research and on the  PPI contributors themselves . (Crocker, 
Boylan, Bostock, & Locock, 2017). For example, for some contributors, PPI may 
heighten perceptions of marginalisation and being ignored or not fully heard. A 
lack of preparation and/or training, expenses, logistics, time input and a lack of 
payment are all potential barriers to meaningful involvement and feelings of 
over-whelm and lack of acknowledgement  (Ashcroft, Wykes, Taylor, Crowther, 
& Szmukler, 2016; Brett et al., 2014; Sheridan et al., 2020).  
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Accordingly, potential impact and experiences of the PPI collaborators 
were monitored throughout each of the 8 sessions conducted to date. At the close 
of each session each group member was facilitated to rate, on a 5-point scale the 
extent to which: they felt supported to express their opinions during the 
discussion; their opinions were listened to and recorded accurately; they were 
able to understand the information presented. Any response that indicated room 
for improvement in PPI facilitation was explored, reflected upon and followed 
up at subsequent meetings. For example, at one session, one member was unsure 
whether they had been supported to fully express their opinions during the 
discussion. This issue was troubleshooted with the group member and in 
discussion with the co-facilitator, reflected upon and followed-up after the 
subsequent session to ensure the issue had been fully addressed (see Appendix 
23).  
Informally, positive and negative impacts were recorded and reflected 
upon by the facilitator. Without exception, these constituted comments from each 
group member describing increased confidence, communication and 
participation as a result of having the opportunity to contribute and to be heard. 
One member accepted an unrelated request to speak at a public event and 
subsequently started to look for a part-time voluntary position, which they linked 
directly with the experience of being part of the group. Additionally, the 
dynamic, interaction, inclusivity and comradery of the group sessions were 
reflected upon in order to identify what was working well and what needed to be 
improved. An excerpt from a reflective memo recorded post-session is in 
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Appendix 23, excerpt (A). The final PPI session will be dedicated exclusively to 
recording contributors’ experiences of taking part in the research and any 
personal impact, positive and negative. 
2.5 Approach to Integrated Analysis  
The final aim was to triangulate the findings of the survey and interview studies. 
Ethical approval for the earlier studies extended to a final integrative analysis. In 
applying the triangulation protocol, we followed the approach reported by 
Farmer and colleagues, which is described in Table 5 below (Farmer, Robinson, 
Elliott, & Eyles, 2006).  
Table 5 Triangulation Protocol 





to the research 
question. 
The findings from studies 2 (Survey) and 3 
(Interviews) were extracted separately and sorted in 
Excel into “similarly categorized segments that 
address the research question(s)” (Farmer et al., 2006) 
(p.383) according to headings: What supports LWA? 
What are barriers to LWA? What are 




Themes were identified separately from the extracted 
findings of chapter 4 (Survey) and chapters 5-7 
(Interviews). They were then collated and examined 
for convergence using the following convergence 
coding scheme:  
— Agreement, A (full agreement between the sets 
of results in terms of meaning and prominence 
of a theme). 
— Partial agreement, PA (agreement between the 
sets of results on either meaning or 
prominence of a theme) 
— Silence, S (interview data are silent on a theme 
contained in survey data or vice versa)  
— Dissonance, D (disagreement between the sets 
of results on both meaning and prominence of 
a theme) 






The results of the convergence coding were examined 
and summarised in terms of overall level of 




The thematic content in both sets of results was 





A summary of the findings and interpretation was 
circulated to the principle PhD supervisor to facilitate 
discussion and interrogation of the triangulated 
findings. To enhance quality and rigour of the 
triangulation process, a detailed, transparent audit trail 
of process and decisions was maintained, and regular 
supervisory meetings facilitated interrogation of 




A summary of the triangulated results was produced 
and circulated to the PhD supervisory team for review 
and clarification. 
 
2.6 Researcher positionality and critical reflection 
Particularly important in the arena of qualitative methodologies is a need to 
actively attend to the potential influence of my personal experience, training, 
beliefs, motivations, emotions and perspectives, throughout the research process 
from inception to dissemination. This process of positionality entails reflecting 
on the bidirectional impacts, intended and unintended, between the research and 
different aspects of (sometimes opposing) personal characteristics (Medved & 
Turner, 2011; Thurairajah, 2019). Throughout the PhD, I identified and 
monitored potential ethical and epistemological impacts that various personal 
and professional attributes brought to my research. This was through continuous 
reflexive writing and peer debriefing and regular meetings and discussion with 
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supervisors. This involved examining potential insider-outsider relationships and 
dynamics with participants and PPI collaborators at various stages of the research, 
for example due to my Speech and Language Therapy qualification and history 
working with PWA clinically. Where relevant, care was taken at various points 
throughout the PhD to mitigate unwanted impacts, including for example, care 
taken in developing accessible, inclusive PPI sessions and qualitative interviews, 
identifying and addressing ethical concerns and ensuring anonymised survey data 
collection. Additionally, I reflected upon my own learning, acquisition of new 
research skills and knowledge, and emotional impact of certain elements of 
conducting the research. Some excerpts from reflexive journaling are in 
Appendix 23.  
Such critical reflections enhanced the methodological quality and validity 
of the PhD and are consistent with the CR research paradigm. In CR, the 
emphasis is on identifying and testing potential ‘validity threats’ (see 2.2.4). 
Since CR is ontologically realist but epistemologically constructivist, it is 
important to reflect and be mindful of the extent to which I, as instrumental in 
generating and interpreting research knowledge, was influencing the process. 
Research quality and validity in CR is appraised according to the degree of 
consistency between different research elements including research aim, 
methods, context and grounding of findings in the data. For example, reflexive 
writing, peer debriefing, and discussions with critical friends, PPI collaborators 
and supervisors supported reflection on: descriptive validity or factual accuracy 
of data collection, e.g., developing and piloting accessible interviews, selecting 
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various research approaches and facilitating PPI sessions; theoretical and 
evaluative  validity, the extent to which the analysis made sense and represented 
insider experiences.  
This process helped reveal the influence of positionality at all stages of 
the PhD. Over the course of my PhD, I occupied various insider / outsider roles 
depending on the research aim, methods used and participant group for different 
elements. Oftentimes my insider / outsider role occupied more ambiguous zones 
on the insider-outsider continuum (Herr & Anderson, 2005) due to interaction 
between different aspects of my positionalities (e.g. trained clinician working 
within the health system versus patient living with multimorbidity with 
experience of treatment burden and access barriers to quality support). As PhD 
candidate, I was focused on completing a high-quality health services research 
PhD, generating new and relevant knowledge and progressing my academic 
career. This was most consistent with an outsider role with a focus on 
contributing to the knowledge base within the structures and traditions of 
university academic research. This motivation along with structured PhD training 
in population health and health services research contributed to the overall design 
of the PhD and a focus on conducting research using rigorous methods, for 
example using mixed methodologies and conducting a systematic review (study 
1).  
Positionality as (non-practising) Speech and Language Therapist was 
consistent with an outsider-within role when surveying Speech and Language 
Therapists on current service provision (study 2). This positionality also 
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increased access in recruiting clinicians and participants through clinicians. This 
positionality also influenced the overall research focus as I drew on professional 
knowledge and experience working with PWA. Conversely, this positionality 
was consistent with an outsider role (studying insiders) in the context of 
conducting qualitative interviews with PWA (study 3). At the same time, this 
positionality meant that I was able to draw on this professional knowledge to 
contextualise participant accounts as well as supporting accessible interviews.  
My positionality as a former healthcare project and process improvement 
manager also influenced the focus of the research and integration study (study 
4). From this positionality, I drew on prior professional experience and 
sentiments around the need for system-level changes to address access and equity 
issues experienced by PWA. This positionality was most consistent with outsider, 
but perhaps sat somewhat along the outsider-within continuum. My positionality 
around multi-morbidity, chronic disease and user of multiple health services too 
influenced the focus and emancipatory focus of the research. Characterising this 
positionality on the insider/outsider continuum was challenging, however at 
times, experience of treatment burden and barriers to accessing support diluted 
the ‘insider’ aspect of my relationship with health services and Speech and 
Language Therapy. This was also true in terms of the impact being a mother of 
working age, which influenced my interest and responsiveness to issues around 
parenting and supporting children in the context of aphasia.  
Finally, as PPI facilitator I occupied the space of outsider in collaboration 
with insiders, again drawing on my Speech and Language Therapy training to 
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support and equalise meaningful, communicatively accessible participation. The 
goal was to increase the trustworthiness and relevance of the research and to 
address issues around equity and inclusion of PWA in the research process. 
2.7 Summary 
This chapter outlines the Critical Realist methodological approach applied in this 
PhD, which was deemed to be a good fit with the overall aims and objectives of 
the PhD, the nature of the individual, complex, biopsychosocial phenomena of 
interest (aphasia, LWA) and the mixed methods design incorporating a 
qualitative evidence synthesis, quantitative survey data, qualitative interviews, 
PPI involvement and overall integration. Ethical approval was obtained from 
multiple sources and care was taken throughout the study to ensure that all 
relevant information was accessible and aphasia-friendly and that research 
methods were maximally inclusive. 
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Chapter 3: Perspectives of people with aphasia post-stroke towards 







Background: There is increased focus on supporting people with chronic 
conditions to live well via person-centred, integrated care. There is a growing 
body of qualitative literature examining the insider perspectives of people with 
post-stroke aphasia (PWA) on topics relating to personal recovery and living 
successfully (PR-LS). To date no synthesis has been conducted examining both 
internal and external, structural influences on living well. In this study, we aimed 
to advance theoretical understanding of how best to promote and support PR-LS 
by integrating the perspectives of PWA on a wide range of topics relating to PR-
LS. This is essential for planning and delivering quality care. 
 
1 Manning, M., MacFarlane, A., Hickey, A., & Franklin, S. (2019). Perspectives of people with 
aphasia post-stroke towards personal recovery and living successfully: A systematic review and 
thematic synthesis. PLoS One, 14(3), e0214200. doi:10.1371/journal.pone.0214200. Accepted: 8 
March 2019.    
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Methods and findings: We conducted a systematic review, following 
PRISMA guidelines, and thematic synthesis. Following a search of 7 electronic 
databases, 31 articles were included and critically appraised using predetermined 
criteria. Inductive and iterative analysis generated 5 analytical themes about 
promoting PR-LS. Aphasia occurs in the context of a wider social network that 
provides valued support and social companionship and has its own need for 
formal support. PWA want to make a positive contribution to society. The 
participation of PWA is facilitated by enabling environments and opportunities. 
PWA benefit from access to a flexible, responsive, life-relevant range of services 
in the long-term post-stroke. Accessible information and collaborative 
interactions with aphasia-aware healthcare professionals empower PWA to take 
charge of their condition and to navigate the health system.  
Conclusion: The findings highlight the need to consider wider attitudinal 
and structural influences on living well. PR-LS are promoted via responsive, 
long-term support for PWA, friends and family, and opportunities to participate 
autonomously and contribute to the community. Shortcomings in the quality of 
the existing evidence base must be addressed in future studies to ensure that PWA 











Stroke is a leading cause of death and chronic disability globally [1, 2]. Many 
people live with multiple physical, psychological, social and financial 
consequences, reporting unmet clinical and social needs many years post-stroke 
[3, 4]. About one-third are affected by aphasia, a communication impairment 
affecting speaking, understanding, reading and writing, and associated with 
poorer outcomes and long-term residual difficulties including morbidity, hospital 
length of stay, quality of life, social networks and return to work [5-10]. A lack 
of high-quality guidance about the optimum approach to rehabilitation may 
impact on the quality and consistency of care delivery [11-14].  
The lived experience and personal significance of chronic conditions is 
individual and dynamic, and people learn to cope, adapt, manage and live well in 
the context of illness in diverse ways [15]. There is increasing focus on the 
provision of a continuum of person-centred, integrated care coordinated across 
different health and related settings according to people’s needs throughout the 
life course [16, 17]. This type of care incorporates the perspectives of individuals, 
families, caregivers and communities, and empowers patients to play an active 
role in shaping health policy and services [17]. This is in line with growing 
emphasis on shared decision-making and guidelines that are underpinned by 
patient involvement and qualitative evidence about experiences, needs and values 
[18, 19]. Recovery from chronic conditions has traditionally been characterised 
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from a purely biomedical point of view, emphasising the identification and 
treatment of standard disease processes [20]. Contemporary approaches such as 
self-management, the personal or social recovery model and the successful aging 
paradigm offer potential alternatives for supporting people to live well and to 
achieve personally meaningful outcomes.  
Increased focus on supporting people to play an active role in managing 
personal health is reflected in a rise in self-management support initiatives such 
as the Stanford Chronic Disease Self-Management Course, the Expert Patients 
Programme in the United Kingdom and various condition-specific interventions 
[21-29]. Self-management support is designed to empower patients to monitor, 
manage and cope with their conditions targeting outcomes such as health-related 
quality of life, confidence, self-efficacy, health protective behaviours and access 
to health services [30]. The self-management paradigm has been criticised for 
failing to consider individual differences in capacity (skills, experiences, energy) 
and ability to cope with chronic conditions, and the influence of external social 
structures (social support, health services and economic and political factors) on 
wellbeing and ability to engage in self-care or self-management activities [31-
33]. Self-management interventions may inadvertently cause patients to 
experience ‘treatment burden’ and associated adverse outcomes in response to 
self-management activities imposed by health providers [31, 34, 35]. The 
implications of delegating treatment work should be considered in terms of an 
individual’s capacity and relational resources and the underlying inequalities in 
the way that services may mobilise and support these resources [31, 32]. 
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Interventions should fit into people’s lives and target person-centred outcomes 
such as life goals and wellbeing [31].  
Personal recovery, a guiding vision in mental health service delivery, 
recognises both individual and structural influences on coping and living well. It 
is linked with empowering people to understand and manage their condition and 
symptoms and to fulfil life goals. It is also concerned with the removal of social, 
attitudinal and economic barriers to meaningful social inclusion and participation 
and with mobilising relational resources in the social network and community 
[36-39]. Personal recovery is individually defined, ongoing and non-linear and 
can take place within or without the mental health system [36-38]. This focus on 
an individual’s health, wellness and resources in the presence or absence of 
medical illness contrasts with biomedical conceptualisations of recovery, more 
concerned with impairment and deficit [37-40].  
Within gerontology, successful aging addresses what it means to age well 
or successfully. Early definitions were largely researcher-led with a biomedical-
focus, emphasising freedom from disability and active engagement with life. 
Incorporating the views of older people has led to a different conceptualisation 
of successful aging more concerned with psychosocial “adaptation, 
meaningfulness and connection” [41]. It is now generally acknowledged that 
successful aging is possible for people with disabilities and chronic disease, 
however this area remains understudied [42]. Despite these strengths, the 
successful aging paradigm has been criticised for failing to consider the effect of 
poverty, early life influences, pre-existing disability and wider social and cultural 
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factors and public policy on a person’s potential for aging well [42, 43]. The term 
‘success’ has been described as polarising in creating successful and unsuccessful 
aging classes [43]. In emphasising individual effort, agency and responsibility, 
the idea of ‘success’ may inherently lay the blame on individuals when they do 
not age successfully, creating a risk of neglect and lack of support [42, 43]. 
In recent years, a small number of studies focused explicitly on the 
concept of living well or successfully with aphasia. Coined from the successful 
aging paradigm, living successfully with aphasia is broadly taken to mean 
“something beyond coping…participating in life as fully as one chooses” [44]. 
The concept was initially explored in a series of small, exploratory qualitative 
studies in 2006. Holland presented the stories of 3 exemplars of people 
considered to be living successfully with aphasia post-stroke [44]. Boles 
attempted to describe ‘success’ in living with aphasia through interviews with 2 
couples who self-identified as living successfully [45]. Hinckley conducted 
secondary analysis of published accounts of people with post-stroke aphasia 
(PWA) to understand what it takes to live successfully with stroke and aphasia 
[46]. Cruice and colleagues selected the accounts of 4 older PWA and described 
their perspectives about quality of life, making suggestions for successful living 
[47].  
Most of these studies were informed by researcher-defined exemplars of 
living successfully with aphasia. Subsequent studies, however, have attempted to 
explore this concept from the insider perspective by interviewing larger and more 
diverse samples of PWA about the meaning of living successfully and the factors 
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influencing it [48-50]. Brown and colleagues interviewed 25 PWA a minimum 
of 2 years post-onset and illustrated the highly individualised, complex nature of 
living successfully comprising 4 core themes: doing things, meaningful 
relationships, striving for a positive way of life and communication [50]. In a 
later study, they integrated these and findings of other interview studies with 
family members and Speech and Language Therapists generating 7 overarching 
themes: participation, meaningful relationships, support, communication, 
positivity, independence and living successfully as a journey over time [51]. 
Grohn and colleagues conducted a longitudinal study examining the perspectives 
of 15 PWA towards factors facilitating living successfully at 3, 6, 9- and 12-
months post-stroke. Their analysis illuminated the dynamic and complex nature 
of living successfully as people’s perspectives change over time. Actively 
moving forward, perceived communication improvement, engagement in 
activities, social support and maintaining positivity were all important 
components [48, 49].  
Living successfully with aphasia research is complemented by a growing 
body of qualitative research examining the lived psychosocial experiences of 
aphasia via inter-related topics like participation, community integration, life 
roles, coping, adjustment and quality of life [47, 52-65]. However, there is a lack 
of conceptual clarity about how living successfully with aphasia fits with these 
related areas. Additionally, living successfully with aphasia research has 
predominantly focused on individual processes of adaptation and coping at the 
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expense of examining wider structural influences on wellbeing and ability to 
engage in self-care activities.  
Qualitative evidence synthesis methods enable the findings of individual 
qualitative studies to be integrated in order to advance conceptual understanding 
and to inform health service delivery, clinical guidelines and the development 
and implementation of complex interventions [66-68]. Two prior qualitative 
evidence syntheses have explicitly included the perspectives of PWA. These 
examined the concept of treatment burden in stroke management and the long-
term care needs of people with post-stroke communication difficulties (including 
aphasia, dysarthria and apraxia of speech) from the patient perspective [34, 69]. 
The latter review highlighted the long-term nature of the psychosocial support 
needs of people with post-stroke communication difficulties, identifying 5 key 
aspects which the authors suggested might be addressed through future self-
management interventions: managing everyday communication outside the 
home; creating a meaningful role; creating and maintaining a support network; 
and taking control and actively moving forward with life [69]. The review 
focused on the individual processes of coming to terms with and adapting to 
communication disability rather than wider structural and equity issues to do with 
living well and accessing support.  
To avoid treatment burden and other pitfalls of individualistic self-
management approaches described earlier, the scope of living successfully with 
aphasia must be refined so that it is more incisive and analytical. To the best of 
our knowledge, to date, no qualitative synthesis has examined and integrated the 
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range of concepts and topics relating to and influencing personal recovery and 
living successfully (PR-LS) from the perspectives of PWA.  
In this study, we have synthesised prior qualitative interview studies in 
which PWA were asked about topics relating to internal and external influences 
on PR-LS. The review was interpretive and aimed to advance conceptual 
understanding to guide planned primary studies. The objective was to 
systematically identify and synthesise prior qualitative research examining the 
perspectives of adults with aphasia post-stroke towards PR-LS and related 
concepts. The research questions were:  
1. What do PR-LS mean to PWA? 
2. Who or what facilitates PR-LS according to PWA? 
3. What gets in the way of PR-LS according to PWA? 
4. What ideas do PWA have about what could or should be done to promote PR-
LS? 
3.3 Methods 
The protocol for this study was registered with the International Prospective 
Register of Systematic Reviews (PROSPERO) CRD42017056110 [70]. This 
review is reported following the Enhancing Transparency in Reporting the 
Synthesis of Qualitative Research (ENTREQ) and Preferred Reporting Items for 
Systematic Reviews and Meta-analyses (PRISMA) statements (Appendix 4) [71, 
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72]. We followed the thematic synthesis method described by Thomas and 
Harden, which enables the findings of individual qualitative studies to be 
inductively interpreted, synthesised and abstracted in response to the research 
questions in order to generate new insights and hypotheses beyond the primary 
studies [73]. The review team comprised 2 Speech and Language Therapist 
researchers (MM, SF) a social scientist (AM) and a health psychologist (AH). 
3.3.1 Search strategy 
A comprehensive search strategy was devised with an information retrieval 
expert in order to locate all potentially relevant studies (Appendix 5) [74]. 
Preliminary scoping searches of personal reference manager files, Google 
Scholar and EMBASE were conducted using the ‘berry-picking’ method to 
source key articles, search terms and concepts. Search terms and concepts were 
derived from the research objective and organised according to the SPIDER 
framework for retrieving qualitative literature as follows: qualitative interview or 
focus group studies (Design), published in peer-reviewed journals (Research 
type) examining the perspectives (Evaluation) of adults aged 18 years and over 
with post-stroke aphasia (Sample) towards topics relating to PR-LS 
(Phenomenon of Interest) [75]. We designed a single line search syntax (Sample 
AND (Design OR Evaluation OR Research type) AND Phenomenon of Interest) in 
EMBASE using free text terms and Emtree headings and synonyms before 
optimising for Medline (Ovid), PubMed, Web-of-Science, Scopus, CINAHL and 
PsycINFO (EBSCO) [74]. No date or language restrictions were imposed. The 
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electronic databases were searched in January and March 2017. Search results 
were downloaded to EndNote X7 and duplicates were removed. This was 
supplemented with hand-searching of the journal Aphasiology, reference and 
citation tracking of included studies and consulting with experts. 
3.3.2 Study selection 
The first author and a second researcher independently screened title / abstract 
and full text articles against the inclusion and exclusion criteria (Appendix 6). 
Discrepancies were resolved through discussion. Mixed methods studies and 
studies examining the perspectives of mixed groups were included if it was 
possible to extract data obtained through qualitative interviews with PWA. 
Studies describing experiences and perspectives in an experimental situation (e.g. 
developing or evaluating a specific tool or intervention) and studies with a 
specific focus on (social) communication or information needs were excluded. 
3.3.3 Critical appraisal 
The first and third authors independently critically appraised 5 randomly selected 
studies using an instrument adapted from Rees et al [76]. This instrument 
provided clear guidance for producing weighted trustworthiness (reliability) and 
overall usefulness scores, which meant that quality was appraised in the context 
of the aims of both primary studies and the present synthesis and considered the 
extent to which the views of PWA were represented in the data extracted. The 
instrument was refined following discussion of initial appraisal results (Appendix 
7). The first author appraised the remaining studies. Studies were not excluded 
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based on quality alone. The purpose was to examine the relative contribution of 
individual studies to the final interpretations and to inform subsequent discussion 
and analysis.  
3.3.4 Data extraction 
The first author and a second researcher independently extracted data from 6 
randomly selected articles using a pre-prepared data extraction instrument. 
Following discussion, the instrument was refined (Appendix 8). The first author 
extracted data from the remaining articles in consultation with the final author. 
All text from the ‘findings/results’ section relating to the experiences, 
preferences and perspectives of PWA discovered through qualitative interviews 
and/or focus group discussions was extracted verbatim and uploaded to NVivo 
11 [77]. Additional text appearing in other sections that described the findings 
differently was also extracted [73].  
3.3.5 Data analysis and synthesis 
We followed the 3 stages of thematic synthesis, first applying line-by-line coding 
to inductively develop initial descriptive codes [73]. Next, we applied axial 
coding, looking for similarities and differences among the codes to create 
descriptive themes. Much of the data represented in the coding were opposing, 
and so grouping themes according to barriers and enablers was often a useful and 
meaningful strategy in order to make sense of the large amount of data and codes 
generated. The first and second authors independently open-coded three of the 
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articles and met to discuss differences in approaches taken. The first author 
completed the open and axial coding, regularly consulting with the other authors. 
A narrative summary of the descriptive themes was circulated to all authors for 
their input and a final version was agreed. 
The third stage involved further interpretation and abstraction of the data 
to generate analytical themes about promoting PR-LS. This process of ‘going 
beyond’ the original studies is akin to generating third-order interpretations 
within meta-ethnography [73, 78]. To maintain both analytical transparency and 
‘richness’ of content, the first author developed a set of barrier and enabler 
statements summarising the content of the descriptive themes. These were 
grouped into 5 analytical themes. Over a series of data analysis workshops with 
all authors, the themes were further refined and abstracted such that they both 
described and surpassed all the initial descriptive themes and barrier and enabler 
statements (73).  
3.4 Results 
3.4.1 Study selection 
The electronic database search yielded 12,226 citations. A total of 5,662 
titles/abstracts were screened following de-duplication. A total of 51 full text 
articles were retrieved and assessed for eligibility. Of these, 20 articles were 
excluded as they did not meet our inclusion criteria: 2 did not include any PWA 
because of stroke; 5 did not describe qualitative methods of data collection and / 
or analysis and 1 study did not use qualitative interviews; it was not possible to 
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extract PWA contributions from 5 interview studies with mixed participant 
groups; and 7 were not peer-reviewed journal articles. We contacted the author 
of one potentially relevant citation in the form of a dissertation; however, no peer-
reviewed article was available. A total of 31 studies were included in the thematic 
synthesis, each sourced via electronic database searching. The PRISMA diagram 
is in figure 5 [72].  
Figure 5 PRISMA flow diagram 
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3.4.2 Characteristics of included articles 
The included articles described the perspectives of over 350 PWA from 10 high-
income countries, all published in English (Appendix 9, table A) [79]. Research 
from 24 separate studies was presented including both primary (n=27) and 
secondary (n=4) data analyses. These studies examined a diverse range of topics 
including: living successfully with aphasia (n=3) [48-50]; quality of life (n=2) 
[47, 80], participation, including community, civic and societal participation and 
experiences of volunteering [81-85] (n=5); the lived experience and 
consequences of aphasia, including social role changes, engagement in everyday 
occupations, grief and loss issues, factors influencing recovery and hope (n=11) 
[54, 55, 59, 64, 65, 86-91]; friendship (n=2) [92, 93]; experiences of health and 
related services, including adverse events, collaborative goal-setting and 
discharge (n=6) [94-99]; legal and access to justice issues (n=1) [100]; and goals 
(n=1) [101]. 
3.4.3 Quality of included studies 
Initial agreement on critical appraisal was 85%, increasing to 100% following 
discussion. Ten articles had high overall weighted reliability, demonstrating 
fairly thorough attempts at increasing rigour in sampling, data collection and 
analysis and grounding the findings in the data presented. The remaining articles 
had medium (n=18) or low (n=3) overall weighted reliability. Reasons for lower 
reliability scores included lack of specification of steps taken to increase rigour 
in sampling (n=5), data collection (n=3), analysis (n=4) or fair/limited grounding 
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of findings and interpretations in the data presented (n=14). Just under half of the 
articles (n=15) were rated highly useful in the context of the synthesis (weighted 
scores) considering the extent that the perspectives of PWA had been privileged 
and the breadth and depth of author interpretations. The remainder were of 
medium (n=8) or low usefulness (n=8), demonstrating a lack of breadth (n=8) or 
depth (n=9) of the findings, or that perspectives of participants had been 
privileged ‘somewhat’ (n=14) or ‘a little’ (n=7) (Appendix 7).  
3.4.4 Analytical themes 
We created 85 descriptive codes and 16 descriptive themes (S3 Text). A set of 
barrier and enabler statements was developed to summarise the content of the 
descriptive themes, whilst maintaining the breadth and richness of the underlying 
content (Appendix 10). These were grouped and iteratively abstracted and 
refined to generate 5 analytical themes. These themes, described below, are 
interpretive constructs that go beyond the primary studies and generate new ideas 
about promoting PR-LS. 
(1) Aphasia occurs in the context of a wider social network that 
provides valued support and social companionship and has its own need for 
formal support. 
Thirty articles contributed to this theme. Aphasia occurs in the context of a 
person's social network that is a valued source of social connection and support. 
PWA valued social ease, tolerance, acceptance and understanding from family 
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and friends and not being treated differently than before the stroke [50, 89, 96, 
101]. This was illustrated in the case of a mother of two school-aged children: 
“To them I’m just Mum . . . They don’t care [that I’ve got aphasia]” [50]. Friends 
and family provided emotional support, encouragement and help to stay positive, 
and practical help with household duties, activities of daily living, self-care, 
managing finances, social and community participation, communication support, 
transport and support in hospital or with therapy activities [48-50, 81, 82, 92]. 
However, PWA across several studies experienced support as disempowering 
and had negative or ambivalent feelings of reduced autonomy, dependence, lack 
of privacy and loss of reciprocity or feeling like a burden on others [50, 82, 83, 
85, 88, 89, 91, 92]. 
People wanted to be “able to contribute by doing things for their families 
or partners, for example shopping for the family, organising birthday parties for 
a son/daughter, or looking after a partner’s rose garden” [50]. Some had adapted 
to changed family roles, for example one man who became a stay-at-home parent 
while his wife went to work [82]. Feeling connected, maintaining relationship 
roles like parent or spouse and having good or meaningful relationships were 
important [50, 80, 83, 86, 87, 89]: “I think it’s really people . . . that make you 
feel successful” [50]. One woman had been uncertain whether she would be able 
to maintain custody of her children following her stroke. Seven years post-onset, 
having her children with her on a part-time basis and maintaining her role as a 
mother “was paramount to her concept of living successfully” [50].  
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At the same time, PWA experienced many negative changes to 
relationships and relationship roles including friendship loss and social isolation, 
lack of acceptance, loss of reciprocity and over-protection [50, 65, 81-83, 85, 92, 
93]. Aphasia restricted ability to “maintain identities as the diverse, subtle 
purposes of communication (distracting an infant; reassuring a confused elderly 
parent; saying good-bye to a dying spouse) may be unachieved” [59]. One 
woman was frustrated by her inability to relate to her husband as before: “I have 
no ability to have a discussion with T. [her husband] or anything else like this 
because he can’t do . . . he can understand anymore, and isn’t worth it all in the 
outcome or anything else like that that I do anything about it” [90]. For many, 
parenting roles and relationships with children were negatively affected [59, 82, 
85-87]. Parents of older children “encountered problems responding with 
producing the right kind of language for particular situations” for example “the 
18-year-old about to depart to college, the 20-year-old who has become addicted 
to heroin or the adolescent who is being bullied at school” [59]. Some people 
spoke about how their children had turned away from them, pushed them out 
and/or viewed them as silly [59]. One man described how he “could 
communicate fairly easily with his boys when they were babies and toddlers, 
reading them simple stories and joining in their chatter”, however aphasia “began 
to weaken his sense of identity as a father” as they grew older and their “demands 
became more sophisticated” [59].  
Several studies highlighted a lack of inclusion, support and information 
for family members from health and related services [82, 97, 99]. Excluding 
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spouses, who could provide crucial communication and memory support to 
PWA, from ward rounds and medical consultations resulted in distress and 
missed information [97]. A lack of support and training for family members was 
linked with negative relationship changes and tensions post-stroke as one man’s 
spouse “did not seem to understand how to assist him” [82]. Access to aphasia 
information and training for the friends and families of PWA is necessary to 
increase understanding and acceptance of aphasia, to support the maintenance of 
friendships, relationships and relationship roles, and to improve the acceptability 
of social support by the social network. 
(2) PWA want to make a positive contribution to society. 
All 31 articles contributed to this theme. Participation and autonomy were 
reduced due to aphasia and other impacts of stroke (physical, cognitive and 
psychological) [47, 50, 54, 65, 80-83, 85-87, 89, 90, 94, 95, 101], concomitant 
health conditions [47, 50, 80, 86, 87, 101], reduced ability to get around the local 
environment independently [48, 50, 59, 65, 80, 82, 88, 92, 94, 99], not living in 
one’s own home [47, 80, 91, 94, 95, 101], reduced income and /or ability to 
manage finances [59, 82, 83] and avoidance of speaking and social situations [47, 
48, 50, 59, 65, 81-83, 85, 88-90, 92, 93, 95]. Restricted ability to take part in and 
to enjoy previous activities impacted negatively on well-being, hope, quality of 
life and sense of self [47-50, 54, 65, 80, 89, 90, 95, 101].  
At the same time, PWA across several studies felt that it was important 
to do “as much as you can” and  
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to have an active life at a satisfying level [47, 48, 50, 80]. They engaged in a 
range of personally meaningful activities, contrasting ‘doing things’ with “sitting 
home doing little” [49, 50, 59, 81, 84, 85, 87, 92, 98, 101]. This was seen as 
important for distracting and stimulating the mind, alleviating negative emotions, 
re-establishing routine and gaining a sense of purpose, autonomy and control [47-
50, 81, 90, 101]. 
Some had successfully returned to previously valued activities including 
work, paid and voluntary, driving and education [50]. Some were trying new 
activities to replace lost ones or adapting previous activities to adjust to their new 
abilities [47]. The pursuit of new activities was potentially enriching and 
contributed towards sense of self [47]. Through doing and participation, people 
updated their perceptions of their capacity, regained confidence, positive self-
esteem and feelings of usefulness and worked towards independent engagement 
in higher levels of activity [49, 81, 89]. Developing new skills, finding new 
activities and ways to help others was part of self-growth and adapting to a new 
reality [90].  
PWA wanted to be recognised as useful, contributing members of their 
communities for example by returning to paid or voluntary work and helping 
others. People across several studies had experienced loss of employment, which 
was interconnected with sense of self and self-identity, personal finances and 
social participation, and which resulted in boredom, isolation and desire to return 
to work [48, 49, 55, 59, 82, 86, 89, 99, 101]. Younger people were particularly 
aware of loss of career and held strong desires to return to employment, 
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sometimes volunteering if this was not possible [86, 94, 101]. People were 
“motivated by a desire for activity which did not centre on the home…and by 
wanting to effect change for themselves and the populations they represented, 
which they saw as disadvantaged or excluded from society” [81, 84, 85, 101]. 
One woman spoke about her “desire to give back to other people with her 
condition…she wanted to teach them that many things are possible, that things 
do get better, and that their lives are not over. She aspired to be a source of 
empathy and understanding for people with aphasia who feel misunderstood” 
[90]. Some people felt qualified to support others going through similar 
experiences providing inspiration or advice to others and sharing experiences 
[48, 81, 86, 90]. They also recognised that they could help themselves through 
helping others [84].  
(3) The participation of PWA is facilitated by opportunities and 
supportive, enabling environments.  
Twenty-five articles contributed to this theme. Participation was facilitated 
through opportunities to socialise and meet others [48, 64, 82, 83, 85, 87, 92, 96], 
increased public awareness of aphasia (50, 81, 83, 84, 101), skilled and 
supportive conversation partners [49, 65, 81-83, 85, 89], and policies and 
procedures to support autonomous participation in the workplace [59, 81, 82] and 
in public and commercial services and facilities [49, 82, 83].  
PWA valued opportunities for social contact in the community including 
opportunities to meet and socialise with others with stroke and aphasia in support 
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and therapy groups [48, 83, 92, 96]: “it’s real good, because you can … you can 
… well you can talk to them. And you know you talk and you’re getting through. 
And talking helps you. It helps you” [48]. People attending aphasia organisations 
felt “welcomed, protected, included and unconcerned about being judged by 
others” and had the opportunity to share and make sense of experiences, receive 
support and meet new friends [82]. However, not everybody felt positively about 
attending stroke and/or aphasia groups: one man was worried “about not having 
the skills to communicate” with other group members; another “found it 
distressing at times to see the negative consequences of stroke and aphasia in 
others” [48]. Other PWA attended other non-aphasia-specific disability groups 
and community-based interest groups [64, 85, 87].  
PWA referenced a general lack of knowledge about post-stroke aphasia 
and the many attitudinal and structural barriers to participation they experienced, 
including discrimination, prejudice and disabling attitudes and restricted access 
to the work environment and to commercial services [50, 59, 81, 83-85, 89, 92, 
98, 100]. ‘Doing things’ did not necessarily make PWA feel more integrated and 
many described negative experiences of participating in community life, which 
was frustrating, depressing and tiring [83-85]. Return to work or volunteering 
was negatively experienced when there was a lack of appropriate support or a 
mismatch of expected duties and skillsets. Many PWA felt bypassed, ignored, 
pushed out or shunned, e.g., “When I go to a restaurant or a pub I get ignored 
totally”, or perceived as “crazy”, “silly”, an “idiot” and/or not useful, 
contributing members of the community [50, 59, 81, 83, 85, 89].  
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PWA felt that improved public knowledge of the condition and lived 
experience of aphasia and communication strategies were important for 
removing barriers to their participation [50, 81, 83, 84, 101]. Awareness, 
tolerance and understanding from others was valued [82, 83]: “When I say in a 
shop: ‘I have been sick. I had a stroke.’ People there: ‘Take your time ma’am. 
We’ll help you.’ That’s nice that” [82]. Specific characteristics of skilled, 
facilitative communication partners including “willingness, skills and 
knowledge” were described in several studies [49, 65, 81-83, 85, 89]. Being open 
about one’s difficulties, actively seeking support and patience with 
communication, and asserting oneself in order to be heard and to confront 
disabling attitudes were also seen as important [49, 50, 55, 59, 81-84, 92, 93, 97, 
98, 100, 101]. Factors that supported confidence to initially engage in voluntary 
and paid work included others’ awareness of aphasia, opportunity to retrain, 
modified working hours and accessible events and meetings, for example 
meeting the chair in advance to discuss agenda items [59, 81, 82]. In commercial 
and non-health public utilities and services, including banking, legal and 
insurance transactions, PWA were supported to participate autonomously when 
provided with accessible, non-complex written and verbal information, quiet 
environments, support with purchasing and handling money, automatic banking 
procedures that minimised the need for verbal or written communication and 
additional consultation time and/or communication support, for example having 
extra time for communication in government offices, on buses and in community 
places in general, and assistance with completing forms and paperwork [49, 82, 
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83]. One author commented that changing many features of contemporary 
lifestyle and job demands may not be feasible nor straightforward [59].  
(4) PWA benefit from access to a flexible, responsive, life-relevant 
range of services in the long-term post-stroke.  
Twenty-nine articles contributed to this theme. People’s experiences highlighted 
a need for access to a range of health and social care services in the long-term to 
support ongoing self-directed recovery and self-growth and that “recognise the 
person as a whole and not just someone who has aphasia” [81]. At the same time, 
a lack of follow-up therapy services post-discharge from hospital was referenced 
across several studies [87, 97, 100]. Levels of satisfaction with health care were 
influenced by amount of therapy provided, swiftness of service provision and 
perceived amount of support received at specific times including discharge and 
transition home [96]. 
The need for formal emotional support including self-help groups (with 
separate groups for spouses), medical management of depression and access to 
psychology, to help people to cope and come to terms with multiple losses and 
the negative psychosocial consequences of stroke and aphasia was referenced in 
several studies [48, 50, 85, 90]. One woman spoke about psychological support 
in the first-year post stroke: “I think, yeah, going to see [psychologist] has been 
huge … And it has been good. Well the first day I went I thought no, this is not 
for me. And I went back the following week and yeah, no, I’ve been going back 
every three weeks now” [48]. At the same time, the insufficiency of support for 
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dealing with losses, particularly before discharge, was evident. In one study, one 
participant alone had received satisfactory counselling [82].  
Coming to terms with and accepting aphasia, renegotiating identity, 
cultivating positivity and actively directing recovery and self-growth require 
long-term perseverance and effort. The importance of formal therapy “to help 
maintain active engagement in the recovery process” and to provide “ideas and 
resources” in the long-term was clear [48]. At the same time, many PWA had 
experienced financial, geographical, informational and attitudinal barriers to 
accessing services (59, 83, 94, 96). Positive experiences of language 
rehabilitation were common [48-50, 91, 94]: “and the biggest thing that has 
helped me…the speech therapy session” [50]. However, the need for additional 
SLT resources and rehabilitation support in hospital was observed [82, 100].  
Levels of satisfaction with the timing and frequency of therapy varied: 
some people would have preferred intensive therapy later in their recovery and 
others wanted flexibility to “dip in and out of therapy depending on their health 
and energy” [94]. One study highlighted the need for life-relevant therapy that 
lasted longer and that met people’s needs “at different stages of recovery” [101]. 
Therapy was appraised holistically in relation to overall health and broader life 
context. People were differentially concerned about post-stroke aphasia relative 
to physical impairments or comorbid health conditions [50, 86, 87, 101]. Some 
people were in “social, emotional and financial turmoil, and the therapies they 
experienced seem to take little account of these major upheavals in their lives” 
[59]. A specific lack of support in the long-term for relatively younger PWA, for 
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whom there may be specific challenges in terms of parenting roles and reduced 
income, was highlighted [94, 95]. PWA across several studies found the content 
of language therapy too theoretical, difficult, patronising or irrelevant to their 
needs and this was linked with patient-led discharge and disinterest in further 
support [82, 86, 94, 96, 101]. One man had found SLT hard and made him feel 
useless “like little kids an’ that do there, you know?” [86]. One study highlighted 
potential benefits of involving PWA in the planning and running of acute and 
post-acute services including: assisting staff to do a better job by learning about 
lived experiences of aphasia; and providing other PWA with ideas for long-term 
support once therapy had stopped [81].  
PWA accessed community health clinics, community organisations, 
home care/assistance programmes, caregivers and community nurses for support 
with activities like household chores, using the telephone and paperwork [50, 82, 
86, 87, 90]. One participant stressed the importance of actively seeking out 
assistance: “if you don’t reach out, you get nothing; you get to stay alone sitting 
in your corner [82]. One participant was content and satisfied at moving into a 
supported unit in a retirement village with her husband, who also had aphasia, 
and so she could “easily call for support or care” [47]. Another felt lucky to be 
supported to live alone in her own house with a nursing service each morning 
and support with cooking and ironing each afternoon [50]. 
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(5) Accessible information and collaborative interactions with 
aphasia-aware healthcare professionals empower PWA to navigate the health 
system and direct their own recovery.  
All 31 articles contributed to this theme. PWA wanted information about aphasia 
and treatment options to better understand and explain their condition to others, 
to organise and access services and to be actively involved in decisions about 
their care [99, 101]. For some, knowing recovery would take time fostered 
optimism [49], whereas for others, negative prognostic information disrupted 
hope, positivity and engagement with rehabilitation [50, 94, 96, 98]. A lack of 
access to information was highlighted: “but we search and search and come up 
[empty]” [50]. This further compounded uncertainty about prognosis and the 
degree to which PWA “felt able to influence the course of it” [83]. 
The value of positive relationships and interactions with healthcare 
professionals, including Speech and Language Therapists, who were 
knowledgeable about aphasia and supporting communication needs was 
highlighted across several studies [49, 50, 82, 83, 96, 99, 101]: “at least I had 
someone to go and talk to about things” [96]. PWA appreciated being “seen and 
heard”, being spoken to directly and treated as equal and intelligent [96, 99]. At 
the same time, PWA across several studies described inaccessible encounters 
with medical professionals [82, 97, 101] and were frustrated, disappointed and 
irritated by being spoken over [94, 99, 100]: “What is the result of that test? Yes, 
you can explain that to my mother. But what about me? It’s my stroke and I am 
a professional so tell me” [94]. A lack of knowledge and training on the part of 
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health professionals was disempowering: “the strength of feeling appeared to 
stem from negative experiences caused by interaction with people who lacked 
appropriate knowledge of aphasia or its effects” [81, 83]. Indeed, aphasia 
increased vulnerability and potential for adverse events in hospital and 
rehabilitation settings. One woman who felt “ashamed” at being showered by a 
male nurse had been unable to express this to anyone apart from her husband 
[87]. Another was distressed and angry at “wetting the floor” as she had not been 
able to communicate her basic care needs to a nurse [97]. Hemsley and colleagues 
observed that “although most undesirable events reported by the participants 
were described as being non-harmful, the manner of their telling and the detail 
recalled…suggested that the events were still highly salient, somewhat 
distressing, and important to the participants” [97]. 
Levels of involvement in clinical decision-making, goal setting and 
therapy activities and responsiveness to patient feedback influenced levels of 
satisfaction and dissatisfaction with healthcare [96]. There were individual 
differences in people’s desired level of participation, from those who trusted the 
clinician as expert to make decisions in their best interests to those who wanted 
to be involved and who may have been dissatisfied at the lack of collaboration 
[96, 99, 101]. Some people accepted that collaboration could be difficult at 
certain stages, including in the initial acute and post-acute stages when language 
was more severely affected, during which they needed next-of-kin support [99]. 
Poor communication or vagueness regarding the timeframe of therapy, discharge 
decisions and the availability of further community supports (and suitability for 
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these supports) had important implications for people’s capacity to manage and 
direct their ongoing recovery [82, 99]. Some PWA thought their difficulties were 
too mild/severe to be eligible for further support and/or did not know “what was 
a reasonable request” on discharge from therapy [82, 94, 99]. Others did not want 
to jeopardise the therapeutic relationship or to waste the therapist's time by 
requesting more therapy, questioning decisions or overly directing goal setting 
[94, 99]. 
3.5 Discussion 
To the best of our knowledge, this is the first qualitative evidence synthesis of 
the perspectives of people with post-stroke aphasia towards concepts relating to 
PR-LS. We synthesised 31 articles in which over 350 PWA across 10 high-
income countries were asked about their views on a diverse range of topics and 
concepts including the lived experience and consequences of aphasia, 
experiences of health and related services, participation, living successfully and 
quality of life. The spread of articles over time was 21 years. More than half 
(n=17) were published within 5 years prior to searching, reflecting growing 
activity in this area, indicating the timeliness of this synthesis.   
3.5.1 Summary of findings 
First, relationships, relationship roles and social support were important. 
Negative relationship changes were common, perhaps fuelled by a lack of formal 
support and information for friends and family, who themselves experience 
 
111 | P a g e  
 
 
significant change and losses post-stroke. Second, people wanted to be useful, 
contributing members of their communities through activities such as returning 
to work, volunteering and helping others. Many stressed the importance of being 
proactive about participation and socialising and being open to doing things 
differently. Participation provided an opportunity to develop confidence and 
autonomy, learn skills, re-evaluate sense of self and progress to higher levels of 
activity. Third, participation was both hindered and enabled by external attitudes 
and structures. People felt that increasing awareness of aphasia and 
communication strategies among service providers and the general public would 
help support participation. Some felt that it was important to be open about their 
difficulties in order to gain support and to be assertive in response to 
discrimination. Fourth, coming to terms with aphasia and learning to live well 
required time, perseverance and access to responsive, flexible and person-centred 
support. However, people experienced multiple barriers to accessing appropriate 
services, particularly post-discharge. Fifth, aphasia rendered people vulnerable 
to adverse incidences and treatment burden. Accessible information and 
knowledgeable, trained healthcare professionals helped empower people to direct 
their recovery, organise care and collaborate in decisions about their treatment. 
3.5.2 Connections with literature  
The analysis adds to the literature by presenting an expanded conceptualisation 
of PR-LS in the context of aphasia post-stroke. There is a growing body of 
qualitative literature examining the insider perspectives of PWA about the 
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meaning of living well and related topics, but the literature tends to focus on a 
limited set of issues that relate to living successfully without due attention to 
wider structural influences recognising issues of equity in accessing support and 
completing self-care activities. We wanted to understand how best to support 
PWA to live well whilst acknowledging the diverse, individual and dynamic 
nature of this concept and without limiting the types of things that might matter. 
We therefore integrated a wide range of topics including the lived experience and 
consequences of aphasia, living successfully, participation and experiences of 
health and related services. As a function of the review design, the findings thus 
add to the literature by highlighting the need to consider wider attitudinal and 
structural influences on PR-LS.  
The analysis complements life participation approaches to aphasia, which 
focus on a ‘broadening and refocusing of services’ to support people affected by 
aphasia in achieving their life-goals [102]. The findings support prior aphasia and 
stroke research highlighting the need for psychosocial support for coming to 
terms with loss, depression, grief and changes in life participation [61, 69, 102-
105]. The analysis also supports prior recommendations for family-centred 
support, information and training in the context of aphasia [12, 106-114]. Access 
to information and to knowledgeable, aphasia-aware health professionals 
empowers PWA to take charge of their condition, collaborate on treatment 
decisions and navigate and advocate for further support services [12, 34, 106, 
113, 115, 116]. This is important for minimising the treatment burden and 
significant stroke management demands experienced by people with stroke, for 
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whom capacity to organise care, develop coping strategies and adhere to 
treatments is negatively impacted by fragmented services, a lack of continuity of 
care, poor information provision and poor communication with and between 
healthcare providers [34]. 
The analysis complements work demonstrating how participation is 
impacted by multiple environmental factors [117, 118] and calls for social 
inclusion and social philosophy approaches to aphasia [61, 119]. The analysis 
further supports a dynamic, multi-faceted conceptualisation of participation 
when construed from the insider perspective of people with disabilities (as 
opposed to classification systems such as the International Classification of 
Functioning, Disability and Health which emphasise disability and deficit) [117, 
120]. This involves meaningful engagement, choice and control, personal and 
societal responsibilities, having an impact, access and opportunity, and social 
inclusion and membership [117]. The analysis also illustrates how younger PWA 
were particularly impacted in terms of loss of employment, income and changes 
to relationship roles including parenting, salient in the context of overall 
increasing numbers of people with stroke below 65 years [121] and supporting 
prior work around social participation and return to work [52, 122, 123].  
3.5.3 Methodological critique 
The quality of the included studies was variable: just under one third (n=10) and 
one-half (n=15) of the papers respectively had high reliability and usefulness 
weighted ratings. Consequently, we conducted a sensitivity analysis to check the 
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relative contribution of studies appraised as having low versus high reliability 
and usefulness [73]. At the same time, we found that the higher quality studies 
had contributed most in terms of extracted data and in terms of the development 
of the analytical themes. We also attempted comparative analysis to explore 
possible patterns of association of the findings with participant characteristics, 
study country or health system; however contextual information was insufficient 
for this purpose.  
The team included just 2 Speech and Language Therapist researchers 
(MM, SF), which might reflect a limitation in terms of maximising knowledge 
of the field and elements of therapy and treatment for PWA. However, the 
interdisciplinary nature of the review team, with a social scientist (AM) and 
health psychologist (AH) brought strengths including enhanced reflexivity 
during the qualitative analysis process [124] and encouraged explanation and 
exploration of issues for non-clinicians.  
Finally, comprehensive searching process highlighted several potential 
publication biases, which might reflect a limitation in terms of the transferability 
and application of the review findings in contexts not represented in the included 
articles. Although no time limits were imposed, over half the included studies 
had been published within 5 years of searching. This perhaps reflects an earlier 
reporting bias against presenting and exploring the lived experience of PWA 
and/or topics relating to living well, patient experiences of stroke care and 
psychosocial and life participation issues. Additionally, all included studies were 
from high income countries. This reflects possible publication bias and/or a lack 
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of research focus on psychosocial rehabilitation and lived experience in low- and 
middle-income countries. This is in keeping with recent reports outlining 
shortcomings and challenges to establishing stroke care and rehabilitation in 
these contexts [125, 126]. Furthermore, while no language restrictions were 
imposed, all eligible articles were published in English highlighting language 
publication bias. Such biases across the literature base have implications for the 
transferability of the findings of this review in non-high-income countries, in 
which the burden of stroke is greater than in high-income countries [125] and in 
non-English-speaking regions. 
3.5.4 Strengths and clinical implications 
A rigorous approach was taken throughout. Each stage had independent input 
from two researchers with frequent discussions and consensus meetings amongst 
the authors to develop the synthesis and interpretations. In contrast with previous 
qualitative syntheses that included the perspectives of some PWA around 
treatment burden [34] and long-term support needs [69], we integrated topics 
relating to both internal and external influences on adaptation, personal recovery, 
life participation and living well in the context of aphasia, thus refining the 
conceptualisation of PR-LS and how best to promote living well with aphasia. 
This has important clinical implications in terms of the explicating the system-
level health policy and practice interventions required to meaningfully support 
people affected by aphasia to achieve a good personally defined recovery and to 
live well. Access to aphasia-aware health and social care professionals, aphasia 
information and responsive stroke care, including SLT, at all stages of recovery 
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is important for LWA. Support for the wider social network and opportunities for 
social participation and contribution are also essential. 
3.5.5 Implications for future research 
Responsive and relevant services must incorporate the perspectives of PWA 
[101] and their significant others [107]. There is a need for further research 
asking PWA and other stakeholders specifically about factors influencing living 
well in order to validate the refined conceptualisation of PR-LS in this synthesis. 
There is a need for studies that would implement and research PWA involvement 
in service development. Future studies should examine supports for PWA of 
working age and their families, including the needs of children and spouses and 
financial impacts. Finally, several shortcomings identified in the quality of the 
included studies must be addressed in future studies to ensure the meaningful 
inclusion of PWA in the research process and in-service development initiatives. 
These included: inadequate description of steps taken to include PWA in the 
interview process, for example through supported communication techniques; a 
lack of involvement of PWA in research design; and under-representation of the 
perspectives of people with severe aphasia.  
3.6 Conclusion 
This synthesis advances conceptual understanding of PR-LS according to the 
perspectives of PWA post-stroke considering both internal and external factors 
to do with living well. Personal recovery and living successfully with aphasia are 
 
117 | P a g e  
 
 
promoted via responsive, flexible and long-term support for PWA, their friends 
and family and the wider community, and through opportunities for people to 
participate autonomously and to make a genuine contribution to their 
communities. The themes need to be further validated with PWA and other 
stakeholders. Shortcomings in the quality of the existing evidence base must be 
addressed in future studies to ensure that PWA are meaningfully included in 
research and in-service development initiatives. 
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Chapter 4:  Supporting people with post-stroke aphasia to live well: A 
cross-sectional survey of Speech & Language Therapists in Ireland2  
4.1 Abstract 
Living well with post-stroke aphasia is supported by responsive, collaborative 
heath and related services, aphasia information and training for people with 
aphasia (PWA) and their social networks, and opportunities to contribute and 
participate autonomously in their communities. Several international surveys 
indicate shortcomings in the provision of long-term support and, in Ireland, while 
there is a lack of data around service provision for PWA, there is evidence that 
post-acute stroke services are fragmented and under-resourced. The aim of this 
study was to survey Speech & Language Therapists, due to their unique role in 
aphasia management, to understand what SLT and related support services and 
aphasia information and training are currently available to support living well 
with aphasia in Ireland. We developed and piloted a self-administered, web-
based cross-sectional survey with questions informed by a systematic review and 
qualitative evidence synthesis around living well with aphasia, and with input 
from a Public and Patient Involvement aphasia advisory group.  
 
2 Manning, M., Cuskelly, C., Russ, E., & Franklin, S. (2020). Supporting people with post-stroke 
aphasia to live well: A cross-sectional survey of Speech & Language Therapists in Ireland. Health 
& Social Care in the Community, 28(6), 2117-2124. doi:10.1111/hsc.13021. Accepted 19 April 
2020.  
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Data from 95 Speech and Language Therapists working with PWA were 
analysed using descriptive statistics. Though SLT was generally available for 
PWA, the results highlight access barriers and evidence-practice gaps in terms of 
the amount, intensity and timing of SLT to be maximally effective and there was 
a lack of PWA input into service design and evaluation. Access to other relevant 
supports such as mental health services was inconsistent and there was a lack of 
community support for families. There were shortcomings in access to aphasia 
information / training for PWA, families, friends and other healthcare 
professionals. There is a need for a coordinated and standardised approach to 
supporting PWA across Ireland. This study addresses an evidence gap around the 
provision of stroke services for PWA and is part of a larger project aiming to 
produce recommendations for improving person-centred support to facilitate 
living well with aphasia. 
 
What is known about this topic: 
— Living well with aphasia is supported by: Speech and Language Therapy 
(SLT); support with mental health; support for families; aphasia 
information and training for PWA, friends and families and healthcare 
professionals; and opportunities for participation. 
— Several international studies indicate shortcomings in the provision of 
long-term support and SLT for PWA. 
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What this paper adds: 
— This is the first clinician survey of post-stroke support for PWA in Ireland 
designed with Public and Patient Involvement.  
— Access to SLT and mental health support was inconsistent; there were 
shortcomings in support for families and aphasia information / training.  
— There is a need for standardisation in the provision of holistic, flexible 
and integrated support for PWA. 
 
4.2 Background 
Aphasia is an acquired communication impairment following damage to the 
language centres of the brain which affects any combination of speaking, 
understanding, reading, writing and gesture, and occurs in about one third of 
people with stroke (Engelter et al., 2006; Flowers et al., 2016). People with post-
stroke aphasia (PWA) are systematically excluded from stroke research leading 
to a relative lack of guidance around service planning and delivery (Brady, 
Fredrick, & Williams, 2013; Engelter et al., 2006; Flowers et al., 2016; Wray, 
Clarke, & Forster, 2017).  
Aphasia management is typically the remit of Speech and Language 
Therapists (Brady, Kelly, Godwin, Enderby, & Campbell, 2016).  Speech and 
Language Therapy (SLT) is effective at improving functional (everyday) 
communication, receptive (understanding, reading) and expressive (speaking, 
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gesture, writing) language, particularly when delivered at higher intensity (Brady 
et al., 2016). In addition to assessment, diagnosis and rehabilitation, Speech and 
Language Therapists play a unique role in aphasia care advocating and 
connecting people with other health care and social support services (Clinical 
Centre for Research Excellence (CCRE) in Aphasia Rehabilitation, 2014). 
Several ‘best practice’ aphasia recommendations aim to improve the quality and 
consistency of care (Aphasia United, 2018; CCRE in Aphasia Rehabilitation, 
2014). Aphasia United recommends that: PWA have access to information about 
aphasia and treatment options at all recovery stages; PWA have the option of 
intensive, individualised, culturally appropriate SLT; families / caregivers are 
included in the rehabilitation process; and families and health and social care 
professionals (HCPs) working with PWA to be provided with “Communication 
Partner Training” (Simmons-Mackie, Raymer, & Cherney, 2016) and aphasia 
information (Aphasia United, 2018). Complementing these, the Australian 
Aphasia Rehabilitation Pathway emphasises: collaborative goal-setting; self-
management strategies; social support for PWA, families and caregivers; 
planning for transitions (e.g., discharge); access to a liaison person for post-
discharge and self-referral queries; raising awareness of aphasia; and 
opportunities to meet others affected by aphasia (CCRE in Aphasia 
Rehabilitation, 2014). 
In recent years, there is growing emphasis on empowering patients to 
actively shape health policy, guidelines and services through public and patient 
involvement (PPI) and qualitative health research evidence (Carroll, 2017; 
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Langlois, Tunçalp, Norris, Askewb, & Ghaffara, 2018; World Health 
Organisation (WHO), 2016). Involving patients and families in shaping health 
services has potential benefits in terms of improving quality of care and health 
outcomes (Prior & Campbell, 2018). Communication is central to human 
existence and participation, so living with a chronic communication impairment 
has far-reaching negative effects on health-related quality of life, self-identity, 
mental health, social networks and relationships, return to work, social and 
community participation, stigmatisation, disadvantage, access to digital 
technology and “third-party disability” for family members (FMs) (Baker, 
Worrall, Rose, & Ryan, 2019; Black-Schaffer & Osberg, 1990; Grawburg, Howe, 
Worrall, & Scarinci, 2013; Hersh, 2017; Hilari, Needle, & Harrison, 2012; Kelly, 
Kennedy, Britton, McGuire, & Law, 2016; Morris, Franklin, & Menger, 2011; 
Northcott, Marshall, & Hilari, 2016; Northcott, Moss, Harrison, & Hilari, 2016; 
Parr, 1997; Shadden, 2005). Advocates have shifted focus to providing holistic 
support targeting personally meaningful outcomes and removal of barriers to 
participation in society more generally, for example using the International 
Classification of Functioning, Disability and Health (ICF) framework (WHO, 
2001). Treatment outcomes prioritised by PWA and their families span all ICF 
domains in contrast with rehabilitation that emphasises impairment-based 
outcomes; this further highlights the need for collaborative goal setting (Wallace 
et al., 2016).  
The findings of a recent systematic review and qualitative evidence 
synthesis of the perspectives of PWA illustrate how living well with aphasia is 
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promoted via responsive, flexible and long-term access to health and related 
support services for PWA, their friends and family and the wider community, 
and through opportunities for people to participate autonomously and to make a 
genuine contribution to their communities (Manning, MacFarlane, Hickey, & 
Franklin, 2019). PWA identified that increasing awareness of aphasia and 
communication strategies among service providers and the general public would 
help support participation (Manning et al., 2019). Access to accessible 
information and aphasia-aware health and social care professionals helped 
empower PWA to direct their recovery, organise care and collaborate in decisions 
about their treatment (Manning et al., 2019). The review findings were in keeping 
with stroke and aphasia research emphasising the need for psychosocial support 
for depression, grief and changes in life participation (Ayerbe, Ayis, Wolfe, & 
Rudd, 2013; Baker et al., 2017; Chapey et al., 2001; Simmons-Mackie & 
Damico, 2007; Walsh, Galvin, Loughnane, Macey, & Horgan, 2015; Wray & 
Clarke, 2017). 
There remains however a lack of consensus and high-quality guidance 
around the optimum approach to aphasia rehabilitation, for example in relation 
to goal-setting, counselling and patient/caregiver support, and this may impact 
on care quality and consistency (Brady et al., 2013; CCRE in Aphasia 
Rehabilitation, 2014; Rohde, Worrall, & Le Dorze, 2013; Shrubsole, Worrall, 
Power, & O’Connor, 2017). This evidence gap is compounded by an evidence-
practice gap including the provision of aphasia-friendly information, support 
with depression and SLT of adequate intensity to maximise effectiveness (Code 
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& Petheram, 2011; Foster, Worrall, Rose, & O'Halloran, 2015; Hickey, 
Shrubsole, Worrall, & Power, 2019; Hilari et al., 2015; Rose, Worrall, McKenna, 
Hickson, & Hoffmann, 2009; Shrubsole, Worrall, & Power, 2019; Shrubsole, 
Worrall, Power, & O'Connor, 2018; Thomas et al., 2013; Trebilcock et al., 2019).  
Surveys of Speech and Language Therapists in Australia and Hong Kong 
highlighted that PWA received sub-optimum dosage for effective therapy (Kong, 
2011; Kong & Tse, 2018; Rose, Ferguson, Power, Togher, & Worrall, 2014; 
Verna, Davidson, & Rose, 2009). These echo earlier surveys in Australia, 
Canada, the United Kingdom and the United States (Katz et al., 2000; Mackenzie 
et al., 1993; Verna et al., 2009). A lack of SLT intensity and dosage in the United 
Kingdom was reported by Palmer and colleagues, who asked PWA about the care 
that they had received in a 3-month period in 2014-2016 (Palmer, Witts, & 
Chater, 2018). They noted that access to SLT was variable (a “post-code 
lottery”), with better access in the first year (Palmer et al., 2018). A lack of 
aphasia education and training for PWA, caregivers and other healthcare 
professionals was reported in the Hong Kong survey (Kong & Tse, 2018); and 
there was a lack of aphasia information for friends in Australia (Rose et al., 2014). 
A lack of access to group and intensive therapy, limited follow-up, and a general 
lack of community support services particularly in rural areas was also reported 
in the Australian survey (Rose et al., 2014). Although Speech and Language 
Therapists in Australia commonly practiced counselling, many did not feel 
sufficiently prepared for this role (Rose et al., 2014).   
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In Ireland, there is evidence that access to post-stroke support including 
SLT, psychological support and support for families/caregivers, for people 
affected by aphasia is variable and front-loaded (Community Services Subgroup 
of the National Stroke Working Group, 2011; HSE Quality and Clinical Care 
Directorate, 2012; Horgan, Walsh, Galvin, Macey, & Loughnane, 2014; 
McElwaine, McCormack, & Harbison, 2015; McElwaine, McCormack, & 
Harbison, 2016). Access to healthcare in Ireland has been described as 
inequitable (Burke, Normand, Barry, & Thomas, 2016). Its 2-tier system 
comprises a largely tax-funded public system and a private health sector accessed 
by about half of the population (European Observatory on Health Systems and 
Policies, 2016). About one third has medical card status or means-assessed 
entitlement to free public health services; the rest make some payment when 
using services such as General Practice and public hospitals (European 
Observatory on Health Systems and Policies, 2016). Plans to implement a 
universal single-tier health and social care system are underway (HSE, 2018).  
In the last decade, a National Clinical Programme for Stroke and 
improved acute stroke services has meant fewer preventable deaths and 
admissions to long-term care (McElwaine et al., 2015). However, post-acute 
services are identified as particularly fragmented (McElwaine et al., 2015) and 
there is a lack of access to rehabilitation services (both public and private) for 
people with acquired brain injury (Muldoon, Walsh, Curtin, & Kinsella, 2017). 
A 2011 neuro-rehabilitation strategy remains unimplemented (Burke, 
McGettrick, Foley, Manikandan, & Barry, 2020). A 2011 survey revealed 
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significant gaps in access to early supported discharge and allied health 
professionals (Community Services Subgroup of the National Stroke Working 
Group, 2011). Community SLT was of sub-optimal intensity and duration; access 
was inconsistent, often with long waiting lists (Community Services Subgroup 
of the National Stroke Working Group, 2011). Access to services varied by 
location, age and medical card status (Community Services Subgroup of the 
National Stroke Working Group, 2011). A 2013 survey highlighted long-term, 
often unmet psychosocial needs of community-dwelling people with stroke, 
including PWA (Horgan et al., 2014). A majority (77%) reported emotional 
problems; however, only 11% of these had received psychological support. In 
2016, a survey of post-acute rehabilitation units highlighted inadequate provision 
of therapy, psychology, vocational rehabilitation, self-management support and 
caregiver training (McElwaine et al., 2016). Reliance on the voluntary sector for 
essential services including neurorehabilitation and community support was 
noted (McElwaine et al., 2016). 
Overall there is a lack of data in relation to the long-term experiences of 
people with stroke in Ireland, with implications for service planning and 
development (Community Services Subgroup of the National Stroke Working 
Group, 2011; McElwaine et al., 2016; Wren, Gillespie, Smith, & Kearns, 2014).  
While some PWA were included in the stroke surveys mentioned above, to the 
best of our knowledge, no aphasia-specific study of service provision has been 
conducted to date. Brady and colleagues caution that a relative lack of evidence 
around care for PWA may lead to inequitable access to stroke support (Brady et 
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al., 2016, p. 195). We need a better understanding of current support for PWA to 
identify how best to implement change (Shrubsole et al., 2018).  
The aim of this study was to survey Speech and Language Therapists to 
understand what SLT, related health and social care support and aphasia 
information / training are currently available for PWA and FM to support living 
well with aphasia in Ireland. We surveyed Speech and Language Therapists due 
to their unique role in rehabilitation, information and training, advocacy and 
connecting PWA with other relevant health and social support compared with 
any other professional group (CCRE in Aphasia Rehabilitation, 2014). The 
survey content was developed with input from a PPI aphasia advisory group and 
covered themes relating to promoting living well with aphasia synthesised from 
31 articles reporting on qualitative interview or focus group studies with PWA 
(Manning et al., 2019).  
4.3 Methods 
This study follows the Checklist for Reporting Results of Internet E-Surveys 
(CHERRIES) (Eysenbach, 2004) and the STROBE (STrengthening the 
Reporting of OBservational studies in Epidemiology) Statement (von Elm et al., 
2007) (Appendix 11). The design was a self-administered web-based cross-
sectional survey using Survey Monkey.  
4.3.1 Participants 
We purposively targeted qualified Speech and Language Therapists currently 
involved in the delivery of services to PWA in Ireland in any care setting. 
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Exclusion criterion was working with PWA less than 1 year.  
4.3.2 Ethical approval 
Approval was obtained from the Research Ethics Committees of the University 
of Limerick Faculty of Education and Health Sciences (REC Ref: 
2018_03_30_EHS) and University Hospital Limerick (REC Ref: 042/18). 
Completion of the survey signified consent.  
4.3.3 Recruitment 
No national database of eligible Speech and Language Therapists exists in 
Ireland. To maximise access, recruitment was via several sampling frames. SLT 
Managers were contacted via phone call and e-mail attaching study information 
and survey web-link and asked to alert their team members to the research study. 
The Irish Association of Speech & Language Therapists (IASLT) and IASLT 
Special Interest Groups (SIGs) for Dysphagia and Adult Communication 
Disorders were contacted by e-mail and asked to circulate the study information 
and web-link to members via e-mail and social media (Facebook and Twitter). 
Study information was also published in the Adult Communication Disorders 
SIG newsletter.  
4.3.4 Survey development 
To increase relevance and content validity, the questions were informed by: (1) 
the findings of a recent systematic review and qualitative evidence synthesis 
looking at how best to promote ‘living well’ with aphasia (Manning et al., 2019); 
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(2) a Public and Patient Involvement (PPI) aphasia advisory group; and (3) a pilot 
study with Speech and Language Therapists. The PPI aphasia advisory group 
comprising 4 PWA had been convened in the Mid-West region of Ireland as part 
of a larger study looking at living well with aphasia. 
A set of draft questions was initially prepared by the first author informed 
by the systematic review findings and contributions previously generated by the 
PPI advisory group in discussing and validating these findings. In addition, the 
other authors each compiled 20 draft questions by considering the systematic 
review findings. The first author then compiled the 4 sets of questions, grouping 
and merging overlapping questions as necessary.   
In March 2018, we sought further input from the PPI advisory group 
(Appendix 12). A participatory learning and action (PLA) research approach and 
adapted PLA tools used previously to successfully create communication ramps 
for PWA helped to create a collaborative research space (Mc Menamin, Tierney, 
& Mac Farlane, 2015a, 2015b; O'Reilly-de Brun et al., 2018). We also used 
aphasia-friendly communication strategies such as supported conversation 
techniques, accessible written materials, informed consent processes, slides and 
agendas and giving people the opportunity to identify strategies they find helpful 
(Dalemans, Wade, van den Heuvel, & de Witte, 2009; Kagan, 1998; Luck & 
Rose, 2007; Pearl, 2014; Pound, 2013; Rose, Worrall, Hickson, & Hoffmann, 
2012). The survey instrument was also piloted in order to assess its face validity, 
usability, clarity and comprehensiveness (Burns et al., 2008). Two Speech and 
Language Therapists experienced in working with PWA and working in the 
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University of Limerick completed the draft instrument within Survey Monkey 
and gave written feedback in April 2018. The instrument was subsequently 
refined further. 
The final instrument was administered from May-August 2018. It 
contained 38 questions presented in fixed order over 37 screens with 1-4 items 
per screen (Appendix 13). Participants were asked questions about: their care 
setting, post-stroke aphasia caseload and service delivery characteristics; aphasia 
information for people affected by aphasia in their area and other HCP’S; support 
services for PWA and FMs in their area including mental health support; and 
support for social and community participation for PWA. To explore 
geographical spread of service availability, whilst maintaining respondent 
anonymity, Speech and Language Therapists were asked to identify which of the 
9 Community Health Organisation (CHO) they worked in, as a proxy for their 
approximate location; however, we targeted Speech and Language Therapists 
working in all care settings including those outside of the CHO system (i.e., 
acute, rehabilitation settings). 
We used a mix of response formats including binary, nominal and interval 
closed responses, and indeterminate response options (e.g., “this information is 
unavailable to me”) to capture respondent uncertainty (Burns et al., 2008). Open-
ended free text responses (“Other”) were also permitted to capture unanticipated 
issues, elaboration and explanation (O'Cathain & Thomas, 2004). Most questions 
were mandatory (n=30); the remaining 8 were sub-questions conditional on the 
answer given to the previous question (e.g. Q10 “If no, what are the common 
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barriers to accessing SLT”, Appendix 13). Respondents were unable to review 
answers to questions on previous screens. 
4.3.5 Data analysis 
The data were downloaded from Survey Monkey in Excel and inputted into 
StataIC-14 for data cleaning (checking for missing data, labelling variables and 
assigning values) and analysis. Categorical data, binary and multiple responses, 
were analysed in StataIC-14 to obtain frequency statistics. All data were included 
for analysis. Open-ended responses not captured in the given response options 
were grouped in similar categories and included descriptively. The results were 
then presented back to the advisory group for their comment and interpretation 
using the PLA techniques described above. 
4.4 Results 
4.4.1 Sample characteristics  
As no database of Speech and Language Therapists currently exists it is not 
possible to determine the precise response rate. Based on combined SIG 
membership of about 254, we estimate a response rate of 44% based on 111 
consented respondents. As responses were anonymous, non-respondent analysis 
and efforts to identify multiple entries from the same individual were not possible. 
Of 111 consented, 98 participants were eligible and a further 3 discontinued after 
initial screening questions; hence, 95 datasets were included in the analysis. 
Unless otherwise stated, all figures are expressed as a percentage of the 
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respondents who answered that question. The completion rate was 81%. A 
summary of respondent characteristics is in Table 6.  
Table 6 Survey respondent characteristics 





Discontinued after screening 




























Working in multiple settings 
 
42 (44) 
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More than half had been working with PWA for over 10 years and the 
majority worked in community, inpatient or rehabilitation settings. Each of the 
9 CHOs was represented. 
4.4.2 SLT service provision for PWA 
Availability and access 
Most respondents (n=67; 74%) reported that SLT was ‘readily available’ to PWA 
in their area; 26% reported that SLT was not. At the same time, 54% identified 
that PWA experienced barriers in accessing SLT including service constraints 
(n=43), practical barriers like getting to clinic (n=28), geographical barriers 
(n=19), informational barriers or lack of awareness of service (n=8) and/or 
financial barriers (n=4). Open-ended responses primarily identified service 
constraints as a barrier to accessing SLT. Two Speech and Language Therapists 
identified SLT dysphagia input was prioritised in community and inpatient 
settings; another observed that access to rehabilitation was dependent on having 
concomitant Occupational Therapy or Physiotherapy needs: “Often if they are 
younger people or have no other OT / Physio needs they are rarely referred to 
the rehab facility and are therefore discharged home, or if they do make it to 
rehab they are d/c once OT /Physio needs have been met, d/c is never based on 
SLT needs”. 
Frequency and duration  
In community settings most PWA were offered 1 x 30-60-minute session per 
week; in acute settings most were offered 3 sessions, and in rehabilitation 
 
142 | P a g e  
 
services most had 5 sessions (see figure 6). 
 
Figure 6 Frequency of SLT by setting 
 
 
In acute settings most of the Speech and Language Therapists were able 
to provide an average of less than one month of treatment; in community and 
rehabilitation settings this rose to 1-3 months of treatment (see figure 7). 
Respondents discharged PWA when they were moving to another facility 
(n=56, 64%), achieved their goals (n=56, 64%), reached a ‘plateau’ (n=48, 55%), 
self-discharged (n=38, 44%) and/or due to service constraints (n=25, 29%).  
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Figure 7 Duration of SLT by setting 
 
Collaboration and choice  
When asked how post-stroke aphasia care in their service was organised to 
maximise collaborative support, Speech and Language Therapists selected 
options including: involving FMs (n=63; 72%) and/or PWA (n=60; 69%) in 
management decisions; having a team of rehabilitation therapists involved (n=35; 
40%); and/or case conferences (n=31; 36%). A minority identified that post-
stroke care was not collaborative (n=13; 15%).  
More than half identified that PWA were not involved in the design of 
local SLT services (n=49, 56%). Involvement was generally asking PWA for 
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feedback on the service they had received (n=34, 39%), consulted on service 
delivery decisions (n=16, 18%), asked what information should be given to other 
PWA (n=14, 16%) and/or consulted on therapy outcome measures (n=6, <1%). 
More than half selected that PWA had choice in time of day of therapy (n=60, 
69%) and/or who is present for therapy (n=56, 64%). Less than half identified 
that PWA had choice in terms of therapy session length (n=38, 44%), venue 
(n=25, 29%), how often they would be seen (n=22, 25%), group or individual 
treatment (n=19, 22%) and/or the therapist they would see (n=6, <1%).  
4.4.3 Support for PWA in the community including support with 
mental health 
Respondents reported a range of available community supports including: 
charities and voluntary organisations (n=53, 68%); stroke groups (n=43, 55%); 
conversation partner programs (n=31, 40%); conversation groups (n=22, 28%); 
aphasia cafes (n=19, 24%); social media groups for people with stroke (n=9, 
12%) and PWA (n=8, 10%); disability-friendly sports facilities; (n=6, 8%) and/or 
aphasia-specific charities or shops (n=1, 1%). Speech and Language Therapists 
referred PWA to Occupational Therapy (n=48, 62%), Social Work (n=30, 39%) 
and/or return to work services (n=21, 27%).  
Speech and Language Therapists reported a range of support for mental 
health including: counselling (n=27, 35%); medical social work (n=26, 33%); 
clinical psychology (n=22, 28%); support from a trained Speech and Language 
Therapist (n=18, 23%); occupational therapy (n=17, 22%); and/or couples 
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counselling (n=2, 3%). 18 (23%) reported no mental health support for PWA in 
their area. In open-ended responses, Speech and Language Therapists 
commented on support from GP’s (n=3), Psychiatry (n=4) and the Community 
Mental Health team (n=1). Three Speech and Language Therapists reported that 
mental health support was limited with long waiting lists; 2 observed that access 
to primary care counselling was medical card dependent and, therefore, only free 
for some. Five Speech and Language Therapists noted the lack of psychological 
support suitable for PWA and suggested that access was dependent on the 
supported conversation skills of individual counsellors and the level of 
communication difficulty. One Speech and Language Therapist noted that 
Psychology referrals were rarely accepted given communication difficulties 
despite Speech and Language Therapists offering to co-attend to support 
communication access. 
4.4.4 Support for families and friends 
Thirty-nine per cent identified that FMs in their area had access to Social Work 
and 36% to conversation partner training (CPT). Speech and Language 
Therapists also reported that FMs had access to mental health supports including 
counselling (n=22, 28%), clinical psychology (n=3, 4%), children’s counselling 
(n=3, 4%) and/or family support groups (n=3, 4%). A minority reported spaces 
for relatives of PWA to meet each other (n=16, 21%) and/or Citizens Support / 
Financial Advice (n=9, 12%). Ten respondents (13%) identified that FMs were 
not supported. In open-ended responses, Speech and Language Therapists noted 
that: family support was provided by voluntary agencies (including the Volunteer 
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Stroke Scheme, local stroke support groups, Headway and Irish Heart 
Foundation) (n=5); and family support was generally limited and/or basic (n=2). 
One Speech and Language Therapist commented that families may be supported 
in the acute / rehabilitation setting “in terms of their loved one’s progress but not 
beyond that”. Another noted that support usually depended on FMs’ “own 
network of friends/family”. 
4.4.5 Aphasia information and training 
PWA 
Most respondents reported that aphasia information for PWA was verbal as the 
situation arises (n=77, 93%) and/or leaflets (n=71, 86%). Over half identified 
aphasia cards (n=53, 64%) and/or opportunities to meet other PWA (n=47, 57%). 
About a third reported the availability of general online information (n=28, 34%). 
In open-ended responses 7 Speech and Language Therapists commented that 
information was also available about local stroke, aphasia and SLT groups, 
conversation partner schemes and voluntary organisations. Information was 
mainly available in the acute (n=58, 70%) and/or rehabilitation stages (n=57, 
69%); and less on an ongoing basis (n=39, 50%), in the long-term (n=25, 30%) 
and/or accessible directly at any time (n=16, 19%). In open-ended responses one 
Speech and Language Therapist commented: “I often find they arrive with limited 
understanding. This may be related to not processing information while in 
hospital. Many say that no one explained to them”. 
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Families and friends 
Information was mainly verbal (family n=39, 89%; friends n=43, 55%), leaflets 
(family n=61, 78%; friends n=31, 40%) and/or general online information 
(family n=35, 45%; friends n=24, 31%). A little over a quarter identified CPT 
was available for FMs (n=21, 27%); only 9 (12%) identified CPT for friends. 
Less than a quarter reported FMs had opportunities to meet other families (n=18, 
23%), access talks (n=15, 19%) and/or attend case conferences (n=17, 22%). 
Friends had less access to talks (n=6, 8%), opportunities to meet other 
friends/families (n=5, 6%) and/or case conferences (n=2, 3%).  
Information was mainly available in the acute (n=45, 58%) and 
rehabilitation stages (n=42, 55%); and less so on an ongoing basis (n=33, 43%), 
directly at any time (n=29, 38%) and/or in the long-term (n=28, 36%). 
Other healthcare professionals 
A little under half (48%) identified that other HCP’s such as other Allied Health 
Professionals, Doctors, Nurses and Healthcare Attendants in their area were 
given aphasia information and / or training. Over a third (n=29; 34%) reported 
that this was not given to HCP’s. In open-ended responses, Speech and Language 
Therapists commented on the ad hoc, case-by-case and/or informal nature of 
information / training (n=9); and/or that aphasia training had been discontinued 
(n=3). 
Where information / training was given, this was predominantly leaflets 
(n=40, 49%) and/or Conversation Partner Training (n=16, 20%) and mainly to 
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other stroke professionals. More rarely Medical Social Workers (n=12), other 
voluntary/community organisations (n=9) and/or mental health professionals 
including counsellors (n=2) and psychologists (n=4) were selected. From open-
ended responses Speech and Language Therapists also provided education 
sessions, in-service training talks and/or presentations for example at primary 
care or ward meetings, stroke training days and journal clubs (n=14). Aphasia 
information and / or training was also available to all site staff including 
household staff, catering staff, nursing home staff and other ward staff (n=3); 
GP’s (n=2); and home help agencies (n=1). 
4.4.6 SLT support with social and community participation  
Most Speech and Language Therapists practised individualised goal setting 
(n=68, 87%), included hobbies (n=60, 77%) and/or referred to voluntary 
organisations (n=56, 72%). Speech and Language Therapists also provided 
information and/or training for FMs (n=49, 63%) but rarely for friends (n=17, 
22%). From open-ended responses, Speech and Language Therapists also 
involved families in therapy and/or referred PWA to aphasia groups (n=2). One 
Speech and Language Therapist commented that supporting participation goals 
was hampered by caseload demands, working in a hospital environment and the 
impact of multiple medical co-morbidities. 
Some Speech and Language Therapists were involved in raising 
awareness of aphasia, for example giving public talks (n=24, 31%) and/or 
supporting PWA to raise awareness (n=9, 12%). A little over a third were not 
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involved in raising awareness (n=28, 36%). From open-ended responses, one 
Speech and Language Therapist was involved in a project in which people with 
communication difficulties co-train café workers (n=1); another was setting up 
information stands and planning radio segments (n=1); another invited key 
workers and nursing home activities coordinators to communication groups 
(n=1); and two facilitated communication groups in voluntary organisations 
(n=2).  
4.5 Discussion 
4.5.1 Summary of results 
This study revealed several findings in relation to the current availability of SLT, 
related health and social care support and aphasia information / training to 
support living well with aphasia in Ireland. Whilst three quarters of Speech and 
Language Therapists considered SLT readily available to PWA, one quarter did 
not, and more than half identified barriers to accessing SLT. PWA were offered 
between 1-5 sessions per week depending on setting. More than a quarter of 
Speech and Language Therapists discharged patients because of service 
constraints. More than half identified that PWA were not involved in service 
design; involvement was mainly asking PWA for feedback. Access to mental 
health support was variable and the wide range of services and professionals 
selected by respondents suggested a lack of consistency, agreement and 
standardisation in providing comprehensive, communicatively accessible mental 
health support for PWA. Counselling, medical social work and clinical 
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psychology were reported by less than half of Speech and Language Therapists; 
a quarter reported no mental health support. Over a third reported that FMs had 
access to Social Work and CPT; over a quarter considered that FM had access to 
mental health support, only 3 reported counselling for children. Access to 
appropriate psychological support for PWA often depended on the supported 
conversation skills of individual counsellors and/or the level of communication 
difficulty. 
The main community supports were charities and voluntary organisations 
and stroke groups, reported by more than half of Speech and Language 
Therapists. Over half identified that PWA had opportunities to meet others. Most 
Speech and Language Therapists supported social and community participation, 
but there was little consensus in how this was achieved in practice. Difficulties 
in addressing social and community participation due to caseload demands, acute 
environments and multiple medical co-morbidities were acknowledged. There 
was a lack of access to aphasia and self-management information for PWA in the 
long-term. Most Speech and Language Therapists identified that information was 
mainly verbal or leaflets and in acute or rehabilitation settings. Less considered 
information to be available on an ongoing basis or accessible directly at any time. 
Most Speech and Language Therapists provided aphasia information and/or 
training to family members, but this was substantially less for friends. Under half 
of Speech and Language Therapists reported information and / or training for 
other healthcare professionals, over a third reported that there was none. 
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4.5.2 Connections with the literature 
The results show significant gaps in the provision of SLT and other relevant 
support services for PWA and families in Ireland. Short-comings in the amount 
and timing of available SLT and variation in access to other support services 
mirror that previously described internationally (Code & Heron, 2003; Katz et 
al., 2000; Kong, 2011; Kong & Tse, 2018; Mackenzie et al., 1993; Palmer et al., 
2018; Rose et al., 2014; Verna et al., 2009) and in Ireland (Community Services 
Subgroup of the National Stroke Working Group, 2011; Horgan et al., 2014; IHF 
et al., 2014; McElwaine et al., 2016). A lack of flexible access to SLT and other 
social supports hampers efforts to support PWA to adapt and to achieve life goals 
in the long-term post-stroke. Short-comings in dosage and intensity of SLT may 
reduce potential benefits (Brady et al., 2016) and front-loading access may not 
suit some individuals who might prefer to engage with SLT at a later stage when 
their health has improved, or to support evolving life goals (Manning et al., 2019). 
The survey did not examine the non-aphasia caseloads of respondents; however, 
prior reports of dysphagia prioritisation at the expense of aphasia services (Foster, 
O’Halloran, Rose, & Worrall, 2016; Rose et al., 2014) were echoed in open-
ended comments from 2 Speech and Language Therapists, and should be further 
explored in future research. 
The lack of collaboration with PWA on service design and delivery 
initiatives runs counter to the inclusion of people with chronic conditions in 
decisions around their health care and service design and evaluation (Carroll, 
2017; Langlois et al., 2018; WHO, 2016). There is a clear need for studies 
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addressing the involvement of people affected by aphasia in service 
development, implementation and evaluation.  
We know both that the incidence of mental health problems among PWA 
is high and that psychological care is effective, (Baker et al., 2017; Northcott, 
Burns, Simpson, & Hilari, 2015; Northcott, Simpson, Moss, Ahmed, & Hilari, 
2018; Santo Pietro, Marks, & Mullen, 2019), however the results illustrate a lack 
of consistent support, in keeping with previous Irish research (Community 
Services Subgroup of the National Stroke Working Group, 2011; Horgan et al., 
2014; IHF et al., 2014; McElwaine et al., 2016). There is a clear need for more 
equitable, standardised access to communicatively accessible support for 
depression and other mental health problems for PWA. 
Best practice aphasia support involves accessible information on aphasia 
and treatment options at all stages of recovery (Aphasia United, 2018), which 
helps to empower PWA to direct their recovery, organise care and collaborate in 
decisions about their treatment (Manning et al., 2019). A lack of self-
management information is counter to best practice (CCRE in Aphasia 
Rehabilitation, 2014), as is a relative lack of general online information and/or a 
lack of signposting of online information, in keeping with findings from Hong 
Kong and Australia (Kong & Tse, 2018; Rose et al., 2014). There is a clear need 
to develop accessible information in a range of aphasia-friendly formats that are 
available to PWA in the long-term post-stroke (Aphasia United, 2018; CCRE in 
Aphasia Rehabilitation, 2014; Manning et al., 2019).  
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Inconsistent access to support for families runs counter to best practice 
(Aphasia United, 2018; CCRE in Aphasia Rehabilitation, 2014) and may 
exacerbate negative relationships and “third-party disability” (Grawburg et al., 
2013; Manning et al., 2019).  This was compounded by a lack of access to aphasia 
information /training (Aphasia United, 2018) and has potential implications for 
maintaining positive social relationships and social and community participation 
(Manning et al., 2019). Less information and training for friends mirrors findings 
in the literature (Rose et al., 2014) and is concerning because it is non-kin 
relationships that are most severely impacted by aphasia (Hilari & Northcott, 
2006, 2016). While many Speech and Language Therapists were involved in 
supporting participation, there is room to develop efforts to increase awareness 
of aphasia and to proactively support the rights of PWA to communicative access 
and life participation (Aphasia United, 2018; CCRE in Aphasia Rehabilitation, 
2014; Hersh, 2017). 
Finally, reduced awareness of aphasia and communication strategies 
among HCP’s is counter to best practice recommendations (Aphasia United, 
2018; CCRE in Aphasia Rehabilitation, 2014) and has potential implications in 
terms of empowering PWA to be able to access and capitalise on formal support 
and rehabilitation (Burns, Baylor, Dudgeon, Starks, & Yorkston, 2015; Manning 
et al., 2019; O'Halloran et al., 2019). 
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4.5.3 Methodological critique and limitations 
The estimated response rate (44%) falls short of 70% recommended for 
maximising external validity and generalisability of self-administered surveys to 
clinicians (Burns et al., 2008). However, the denominator is estimated based on 
the combined membership of relevant SIG’s, which likely includes joint-
members and ineligible Speech and Language Therapists. Difficulties 
determining the true response rate (which may be substantially higher than our 
estimate), reflects the need for better data capture in terms of the Speech and 
Language Therapists (and other resources) working in this area. The completion 
rate (81%) may reflect the large number of questions which can reduce likelihood 
of completion (Burns et al., 2008; Fox, 1994). Lack of clarity of survey choice 
options (e.g. “long-term”, Q38, Appendix 13) limited interpretation of the 
findings. Respondent geographical location data were collected using a crude 
proxy of Community Health Organisation (CHO). These were not explored 
further partly to protect respondent anonymity, but also because the CHO 
structure is not aligned with acute hospital services and therefore provides limited 
information about the health context that most respondents are working in.  
4.5.4 Strengths and clinical implications 
The study complements, strengthens and extends prior surveys of post-stroke 
aphasia care internationally through its unique research designing aiming to 
maximise content validity in terms of the wide range of supports important for 
LWA according to PWA. We developed the survey instrument drawing on the 
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findings of a rigorous, qualitative evidence synthesis and with input from a PPI 
aphasia advisory group (Burns et al., 2008). We piloted the questionnaire to 
determine comprehensiveness, usability, clarity and face validity and captured 
“unanticipated answers” via open-ended responses (Burns et al., 2008). Finally, 
we adhered to the STROBE standardised reporting guidelines to standardise the 
conduct and reporting of the research.  
This is the first clinician survey looking at post-stroke support available 
to PWA in Ireland thus making an important contribution in the implementation 
of person-centred care for living well in an Irish context. The findings have 
important clinical implications, highlighting variation and inequity in the 
availability of post-stroke SLT, mental healthcare, information, community 
support and support for families across Ireland. Additionally, there was a lack of 
aphasia training and information provided to other members of the stroke care 
team. This highlights several areas to be prioritised as part of systems-level 
policy and practice change in Ireland in the future. 
4.6 Conclusion 
This is the first clinician survey looking at post-stroke support for living well 
with aphasia in Ireland and helps to address an evidence gap around planning 
person-centred aphasia care.  Though SLT was generally available, the results 
highlight access barriers and evidence-practice gaps in terms of the amount, 
intensity and timing of SLT to be maximally effective and there was a lack of 
PWA involvement in service design and delivery. Access to other supports such 
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as mental health services was inconsistent and there was a lack of community 
support for families. There were shortcomings in access to aphasia information 
including self-management and online resources for PWA, and a lack of aphasia 
information and training for families, friends and other health care professionals. 
This study complements findings from previous surveys of stroke services in 
Ireland and services for PWA internationally. The results will be integrated with 
an interview study with PWA in order to produce some provisional 
recommendations aimed at supporting living well with aphasia.  
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Chapter 5: The relevance of stroke care for living well with post-stroke 
aphasia: a qualitative interview study with working aged adults3 
5.1 Abstract  
Purpose: This study aimed to explore the perspectives of working aged adults 
with post-stroke aphasia (PWA) towards what has or would help them in living 
well with aphasia (LWA). This manuscript reports the findings in relation to 
stroke care and its relevance for LWA.  
Materials and methods: This qualitative study was designed with input 
from a Public & Patient Involvement advisory group. We conducted in-depth, 
semi structured interviews with 14 PWA. Data were analysed following 
principles of reflexive, thematic analysis. 
Results: Support services and LWA spanned 5 themes: Inpatient care; 
Support in the community; Speech therapy; Mental health; and Aphasia 
education and training. All aspects of stroke care were affected and challenged 
by aphasia. Access to services and information was variable. PWA of working 
age, their families and children need access to person-centred stroke care and 
information responsive to their changing needs at all stages of recovery.  
Healthcare workers must be equipped with aphasia competency.  
3 Manning, M., Mac Farlane, A., Hickey, A., Galvin, R. & Franklin, S. (2020). The relevance of 
stroke care for living well with post-stroke aphasia: Qualitative interviews with working aged 
adults. Under review.  
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Conclusions: The results highlight a need for equitable, transparent, 
responsive access to services, information and stroke liaison support. The 
findings extend knowledge of the importance of stroke care for supporting 
working aged adults and their families to live well in the context of aphasia.  
5.2. Introduction  
Approximately one third of people with stroke are affected by aphasia, an 
acquired communication impairment affecting any combination of reading, 
writing, speaking, understanding and gesture (Engelter et al., 2006; Flowers et 
al., 2016). People with post-stroke aphasia (PWA) are frequently excluded from 
stroke research leading to a relative lack of guidance around planning and 
delivering relevant stroke care for PWA (Brady, Fredrick, & Williams, 2013; 
Engelter et al., 2006; Flowers et al., 2016; Wray, Clarke, & Forster, 2018). 
Aphasia has far-reaching psychosocial consequences for health-related quality of 
life, identity, mental health, social networks, relationships, return to work, social 
and community participation, stigmatisation, disadvantage and access to 
healthcare and digital technology (Baker, Worrall, Rose, & Ryan, 2020; Black-
Schaffer & Osberg, 1990; Carragher et al., 2020; Grawburg, Howe, Worrall, & 
Scarinci, 2013; Hilari, Needle, & Harrison, 2012; Howe et al., 2012; Kelly, 
Kennedy, Britton, McGuire, & Law, 2016; Morris, Franklin, & Menger, 2011; 
Northcott, Marshall, & Hilari, 2016; Northcott, Moss, Harrison, & Hilari, 2016; 
Parr, 1994; Parr, 2001; Parr, 2007; Shadden, 2005). Responsive and relevant 
aphasia support must incorporate the perspectives of PWA and their significant 
others (Howe et al., 2012; Worrall et al., 2011). 
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Rehabilitation support for PWA is ideally collaborative, personalised and 
responsive to individual contexts and needs, addressing all biopsychosocial 
components of the International Classification of Functioning, Disability and 
Health (ICF) (CCRE in Aphasia Rehabilitation, 2014; World Health 
Organisation (WHO), 2001). International best practice statements call for 
culturally appropriate, personally relevant support for PWA and their families at 
all recovery stages, with accessible information about aphasia and treatment 
options and biopsychosocial interventions targeting meaningful impact on 
communication and life, including conversation partner training (CCRE in 
Aphasia Rehabilitation, 2014; Simmons-Mackie et al., 2017). However, there 
remains a lack of consensus and high-quality guidance around the optimum 
approach to post-stroke aphasia care (Brady et al., 2013; CCRE in Aphasia 
Rehabilitation, 2014; Rohde, Worrall, & Le Dorze, 2013; Shrubsole, Worrall, 
Power, & O’Connor, 2017). This is compounded by an evidence-practice gap 
including the provision of aphasia-friendly information, support with depression 
and Speech and Language Therapy (SLT) of sufficient intensity for effectiveness 
(Code & Petheram, 2011; Foster, Worrall, Rose, & O'Halloran, 2015; Hickey, 
Shrubsole, Worrall, & Power, 2019; Hilari et al., 2015; Rose, Worrall, McKenna, 
Hickson, & Hoffmann, 2009; Shrubsole, Worrall, & Power, 2019; Shrubsole, 
Worrall, Power, & O'Connor, 2018; Thomas et al., 2013; Trebilcock et al., 2019). 
International surveys of Speech and Language Therapists have highlighted 
shortcomings in stroke care for PWA including: sub-optimal dosage, variable 
access and front-loading of SLT; a lack of aphasia information and training for 
 
170 | P a g e  
 
PWA, family, friends and other healthcare workers (HCW); and a general lack 
of support for family members and community support (Code & Petheram, 2011; 
Katz et al., 2000; Kong & Tse, 2018; Mackenzie et al., 1993; Manning, Cuskelly, 
Russ, & Franklin, 2020; Rose, Ferguson, Power, Togher, & Worrall, 2014; 
Verna, Davidson, & Rose, 2009).  
In keeping with a policy shift towards person-centred care for living well 
with chronic conditions, including stroke (Mead & Bower, 2000), aphasia 
researchers are increasingly focused on understanding how to support wellbeing 
and life participation (Chapey et al., 2001; Kagan et al., 2008). There is a growing 
body of qualitative literature examining the insider perspectives of PWA on a 
range of inter-related topics including participation, community integration, life 
roles, coping, adjustment and quality of life (Bright, Kayes, McCann, & 
McPherson, 2013; Cruice, Worrall, & Hickson, 2006; Dalemans, de Witte, 
Wade, & van den Heuvel, 2010; Davidson, Howe, Worrall, Hickson, & Togher, 
2008; Dietz et al., 2013; Howe et al., 2012; Le Dorze, Salois-Bellerose, Alepins, 
Croteau, & Hallé, 2014; Mumby & Whitworth, 2013; Parr, 1994; Parr, 2001; 
Parr, 2007; Simmons-Mackie & Damico, 2007; Simmons-Mackie & Lynch, 
2013; Wallace et al., 2017) as well as specific research in living successfully or 
living ‘well’ with aphasia (LWA)  (Brown, Davidson, Worrall, & Howe, 2013; 
Brown, Worrall, Davidson, & Howe, 2010; Brown, Worrall, Davidson, & Howe, 
2011; Brown, Worrall, Davidson, & Howe, 2012; Grohn, Worrall, Simmons-
Mackie, & Brown, 2012; Grohn, Worrall, Simmons-Mackie, & Hudson, 2014). 
In a recent qualitative evidence synthesis exploring the perspectives of PWA 
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towards topics relating to LWA, we found that LWA is promoted via: personal 
integration and acceptance of aphasia; flexible, responsive, long-term health and 
related support services for PWA; opportunities for community participation and 
contribution; support for, and from, family and friends; access to aphasia 
information; and healthcare workers who are knowledgeable about aphasia and 
supporting communication with PWA (Manning, MacFarlane, Hickey, & 
Franklin, 2019). 
These findings were limited in two main ways. First, most of the included 
studies did not directly examine LWA. This pointed to a need for further research 
that had a primary objective to ask PWA and other stakeholders specifically 
about LWA in order to validate and further explore the review findings. Just 
under half of participants (42%) in the included studies were clearly documented 
as being of working age (under 66 years) (Appendix 9, table B). However, it is 
particularly important to extend our understanding of how best to support 
working aged adults and their families, in the context of increasing numbers of 
stroke in this age group (Béjot, Delpont, & Giroud, 2016; Health Service 
Executive, 2016; McElwaine, McCormack, & Harbison, 2015), and recent 
evidence highlighting inconsistent access to post-acute stroke care for working 
aged adults with stroke in Australia, the United Kingdom and South East Asia 
(Walters et al., 2020). 
Second, the review process highlighted shortcomings in the quality of the 
existing evidence base. These include inadequate description of the steps taken 
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to meaningfully include PWA in qualitative interviews and under-representation 
of the perspectives of people with severe aphasia.  
We therefore aimed to address these two limitations by exploring the 
perspectives of PWA, including those with severe aphasia, towards what has or 
would help them to live well. We focused on the perspectives of PWA of working 
age up to 65 years in order to extend our understanding of supporting this age 
group who will likely live with aphasia for a longer number of years than other 
age groups, and in the context of (un)employment and parenting. We designed a 
qualitative interview study with input from a PPI aphasia advisory group, which 
generated a rich data set about multiple aspects of LWA. This paper focuses on 
findings relating to stroke care and its relevance for LWA. 
5.3 Methods 
5.3.1 Qualitative approach and research paradigm 
This study is reported following the Standards for Reporting Qualitative 
Research (SRQR) (O'Brien, Harris, Beckman, & Reed, 2014) (Appendix 14). 
The design comprised qualitative, semi-structured in-depth interviews, 
underpinned by Critical Realism (CR) (Clark, Lissel, & Davis, 2008).  
5.3.2 Research team characteristics and reflexivity 
The team comprised: 2 Speech and Language Therapist researchers (MM, SF), 
which brought knowledge of aphasia; a physiotherapist researcher with expertise 
in primary care research (RG); a social scientist with expertise in primary 
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healthcare, PPI and participatory research (AM); a health psychologist with 
expertise in stroke and health services research (AH); and PPI collaborators 
including 3 women and 1 man of working age living with post-stroke aphasia 
between 3- and 30-years post-stroke. 
5.3.3 Sampling strategy 
We purposefully sampled individuals with aphasia as a result of stroke (self-
identified or by a member of the referring organisation), minimally one-year 
post-onset and of working age (18-65 years). Recruitment was limited to 1+ year 
post-stroke to increase the likelihood that participants had post-acute experience 
of living with aphasia and stroke care. We additionally wanted to obtain 
perspectives from people living with aphasia for a longer number of years (e.g. 
10+ years) to learn how people adapt and live well with aphasia over time.  
We used maximal variation sampling to identify information rich 
participants and actively monitored diversity throughout recruitment (Creswell, 
2009). The sampling parameters were age (18-65 years), sex, location in Ireland, 
severity of aphasia, recruitment source, living situation and time post-onset (1+ 
years).   We additionally recorded information relating to marital status and 
employment status both at time of stroke and at time of interview. Each 
participant could invite a significant other in the main to help support 
communication (Parr, 1994). We did not include people with serious cognitive 
and/or hearing impairment, not due to the methodological issues of including 
these groups, but because we wanted to focus on understanding the experience 
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of PWA. People with similar lived experience of a phenomenon might be 
assumed to some extent to share some common meanings around it (Stanley & 
Cheek, 2003). Therefore, excluding people with related and co-occurring severe 
cognitive and hearing impairment, would help focus specifically on the shared 
meanings attributed by PWA to the lived experience of aphasia and reduce 
confounders to understanding the experience of aphasia.  
We recruited via third-sector support organisations: Acquired Brain 
Injury Ireland (ABII), Aphasia Ireland, Croí, Headway Ireland, Irish Heart 
Foundation (IHF) and the Limerick Stroke Support Club. We also recruited 
through the SLT service in the Health Service Executive (HSE) Mid-West. A 
description of the Irish health system is in Appendix 15. The first author 
contacted the above organisations and sent aphasia-friendly recruitment 
information by email (Appendix 16). Gatekeepers in the organisations above 
identified and forwarded study information to potential participants. Informed 
consent was obtained at an initial meeting. The first author read the information 
sheet and consent form aloud and participants were required to demonstrate that 
they had comprehended each element. We used a “participative” approach to 
member-checking (Doyle, 2007) in which PWA decided to what extent they 
wanted to be involved in reviewing their data (Appendix 17). 
5.3.4 Ethical issues 
Approval for the study was obtained from the Research Ethics Committees of the 
University of Limerick Faculty of Education and Health Sciences (REC Ref: 
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2016_09_06_EHS); University Hospital Limerick (REC Ref: 124/16); ABII; and 
Headway Ireland. Study approval was also obtained from Aphasia Ireland, 
Limerick Stroke Support Club, IHF and Croí.  
5.3.5 Data collection methods 
Except for 3 participants for whom fatigue was not an issue, the first author met 
each person twice, a minimum of 2 days apart. On Day 1, the researcher 
administered sub-tests of the Boston Diagnostic Aphasia Exam (BDAE) 
(Goodglass, Kaplan, & Barresi, 2000), the Western Aphasia Battery – Revised 
(Kertesz, 2006) and the Comprehensive Aphasia Test (Swinburn, Porter, & 
Howard, 2005). This was to assess severity of aphasia and possible need for 
supportive communication techniques (Kagan, 1998). The sub-tests administered 
are described in Appendix 18. Participants were also asked about the strategies 
that they found helpful during conversations (Luck & Rose, 2007). We conducted 
qualitative in-depth, semi-structured interviews on Day 2. Interviews were in 
participant homes or third-sector support organisations. Average interview length 
was 96 minutes (range 50-128 minutes). The topic guide (Appendix 19), 
underpinned by our qualitative systematic review, was developed and piloted 
with our PPI advisory group in practice interviews. We used a semi-structured 
interview format with no fixed sequencing or wording. Participants were asked 
about: information about aphasia and services; support for and from family and 
friends; education for healthcare professionals; access to services; accepting 
aphasia; effects of aphasia; doing things; and public attitudes.   
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Where possible, we asked non-directed, open questions, however 
responses were scaffolded using a hierarchy of supported questions and 
responses, including examples of what other PWA (e.g., interview participants 
and/or PPI collaborators) had said, binary choice alternatives and yes/no 
questions. Strategies for supporting PWA to meaningfully participate were drawn 
from existing literature including:   
— Interviews were audio and video recorded. Non-verbal video data were 
used to supplement audio transcripts and resolve ambiguity (Berg, 
Askim, Balandin, Armstrong, & Rise, 2016; Bright et al., 2013; Brown et 
al., 2010; Doughty Horn, 2016; McLellan, McCann, Worrall, & 
Harwood, 2013; Worrall et al., 2011). This reduced the requirement for 
detailed notetaking which allowed the researcher to be more ‘present’ and 
maximally support PWA in the interview process through active listening 
and supported conversation techniques. 
— Where possible, interviewing people with mild- moderate aphasia first in 
order to better support those with more severe aphasia at a later stage, for 
example by scaffolding responses or providing examples of what other 
PWA had said (Berg et al., 2016; Pound, 2013).  
— Monitoring for signs of fatigue (researcher or participant), emotion, or 
distress, and providing breaks when required (Carlsson, Paterson, Scott-
Findlay, Ehnfors, & Ehrenberg, 2007; Dalemans, Wade, van den Heuvel, 
& de Witte, 2009). 
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— Supported conversation techniques to maximise understanding and 
expression including using short, simple sentences, giving lots of time, 
writing key words, incorporating gesture and drawing, using topic-based 
pictures / photos, scales, clarification and recapping (Kagan, 1998) 
— Including significant others as conduits of communication (Parr, 1994).  
The PPI group also suggested a range of strategies to ensure that 
significant others, when included, did not “speak for” the PWA in commenting 
on what supported them to LWA (Dalemans et al., 2009). These included always 
posing questions to the PWA first, allowing plenty of time to respond, addressing 
questions using names and checking back with the PWA to verify significant 
other contributions. 
5.3.6 Participants 
Fourteen PWA (8 men, 6 women) took part in interviews. Participants were aged 
33-62 years (mean age 51 years ± 8 years) and ranged from 14 months - 14years 
post-onset (mean 7 years ± 4 years). Half of these were in the Mid-West region 
of Ireland, 3 were in the East (Dublin / Kildare), 3 were in Galway and one was 
in the South-East of Ireland. Six had a severe aphasia and 3 had severe receptive 
aphasia. Two participants with aphasia were working at the time of interview; 
one of these was in a voluntary role. At the time of stroke 13 participants had 
been in employment. Eight had children at the time of stroke; two more had adult 
children at the time of stroke. Four PWA elected for their spouse to attend the 
interview as a source of communication support. Participant characteristics are 
 
178 | P a g e  
 
reported in table 7.    
Table 7 Interview participant characteristics 








Time since stroke Mean (S.D.): 7 years (4 years); Range: 14 
months – 14 years. 
 
 <2 years 2 
 2 - 5 years 4 
 6 - 10 years 5 
 11+ years 
 
3 
Age Mean (S.D.): 51 years old (8 years); Range: 33 
– 62 years. 
[Age at stroke, Mean (S.D.):45 years old (10 
years);  
Range: 23 – 58 years]. 
 
 
Aphasia severity* Mild 3 




Location in Ireland Clare / Limerick 7 
 Dublin / Kildare 3 
 Galway 3 
 Tipperary (South) 
 
1 
Marital status Single (unmarried) 4 




Living situation Living alone 2 
 Lives with at least one other person 
 
12 
Referral source Acquired Brain Injury Ireland (ABII) 2 
 Aphasia Ireland 1 
 Croí 3 
 Headway 6 
 HSE 1 
 Irish Heart Foundation (IHF) 1 
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Employed at stroke Yes 13 
 No 1 
   
* BDAE severity scale (0-1: severe; 2-3: moderate; 4-5: mild). 
** Includes 3 participants with severe receptive aphasia. 
 
5.3.7 Data processing and analysis 
The first author transcribed the entire dataset. Consistent with CR, we viewed 
transcription as an imperfect, interpretive activity, involving decisions about 
what to include/omit from the transcript (Lapadat, 2000). Transcripts were 
imported to NVivo 11 for reflexive thematic analysis (Braun & Clarke, 2006, 
2019; Clarke & Braun, 2015; Terry, 2015). We used a flexible deductive 
approach to initial coding (Fletcher, 2017). We either applied codes generated 
through the previous qualitative systematic review if they fully captured the 
meaning (Appendix 20) or inductively created new ones.  This process was 
iterative and involved multiple rounds of coding in order to counteract coding 
drift. Next we applied axial coding looking for similarities and differences among 
the codes to create themes and noted how these might inter-relate (Clarke & 
Braun, 2015). Seven preliminary themes were presented to the PPI group for their 
interpretation and feedback (Appendix 21). We then analysed the data and codes 
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in each theme, visualised inter-relationships between themes and defined and 
named themes (Clarke & Braun, 2015). The final stage involved preparing a 
written summary of the findings of the analysis that was grounded in participant 
data. This involved a final round of re-grouping and naming themes. 
5.3.8 Techniques to enhance trustworthiness 
In addition to working with the PPI contributors, we maintained a transparent 
audit trail via reflexive notes and clear documentation of all coding decisions. 
After initial coding of 4 transcripts, the first author met with the second and final 
authors to present and discuss analytical method. The researcher also met with 
the final author throughout the analytical process for in-depth discussion and 
interrogation of the analytical insights being generated. 
5.4 Results 
We generated 3 inter-relating themes: stroke care, adapting to aphasia and social 
support and participation (figure 8).  
Figure 8 Inter-individual and intra-individual differences LWA 
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Each participant contributed differently to each of these themes (inter-individual 
differences). Additionally, the relative importance of, and contribution to each 
theme, changed over time for individual participants (intra-individual 
differences). This paper focuses on findings relating to stroke care and its 
relevance for LWA, which spans 5 themes: Inpatient care; Support in the 
community; Speech therapy (SLT); Mental health support; and Aphasia 
education and training (figure 9). 
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For the purpose of reporting participant data and findings, each 
participant with aphasia was assigned a random identifier from P01-P14 
(corresponding spouses are identified as S01 etc.).  
5.4.1 Inpatient care 
This theme references participants’ diverse inpatient experiences in acute and 
rehabilitation settings across the following sub-themes: stroke diagnosis; 
coordinated stroke care; social support and advocacy; I cry going back in. 
5.4.1.1 Stroke diagnosis 
P08 was the only participant to describe prompt hospital diagnosis and 
admission. Two participants recalled that they had not realised they were having 
strokes and therefore did not seek urgent care. Most participants (6) reported 
experiencing delayed stroke diagnosis and attention in the hospital Emergency 
Department (ED (A&E)). Communication difficulty appeared to be a relevant 
factor for some of these participants. 
P09 I was very unsteady on my feet. And the porter even walked me to the 
MRI. And he shouldn't have because I wasn't able to walk effectively!... 
The whole thing was a bit of a joke really…And then nurses coming up to 
me saying, "why are you here? What are you here for?" (laughs) 
I Had you been triaged at this point or had anyone queried if it was a stroke? 
P09 No. No. In fact, one of the nurses…he said to me "what tablets are you 
on?" … I couldn't answer. 
 
P04 I was trying to tell everyone … I eventually got it out that I think I was 
suffering from a stroke… I was passed from pillar to post …they didn't 
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offer me any medication … I was a full day and a half a day waiting for a 
bed… 
I …you hadn't properly been seen by a doctor and you hadn't got a scan. 
P04 Yes. No no no no. 
5.4.1.2 Coordinated stroke care  
Participants described the perceived benefits of coordinated stroke care in Stroke 
Units and Early Supported Discharge (ESD). P04 described how Early Supported 
Discharge (ESD) helped to prepare him for the pace of subsequent inpatient 
rehabilitation:  
P04 I was on the early supported discharge program and I had intensive 
speech & Language therapy that prepared me for Dublin… I didn't realise 
at that time but that all contributed to my recovery. 
Stroke Units were perceived as facilitating better coordination of stroke care with 
oversight from an aphasia-aware stroke nurse, more therapy, rest periods and 
restricted visitor access. 
P09 It was better than the standard ward because you had a dedicated nurse 
there all the time…very cognisant of the way you were each day…and the 
difficulties that I had maybe expressing myself…and about ensuring that 
the speech therapist came down, occupational therapist came down, or 
whoever came down…or that I went wherever I’d to go…after lunch 
everyday there was a rest period… the lights were turned off and nobody 
was allowed in... And again, in the evening time …no visitors during those 
hours…the relaxing thing was great because you might have been doing 
…some kind of therapy…there was a lot of stress in that…it was great to 
be able to switch off. 
Access to Stroke Units, when present in the treating hospital, was apparently 
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inconsistent. P09 reported being admitted to a Stroke Unit on his 3rd stroke-
related hospital admission only. Participants also described a lack of coordination 
and communication between HCWs on general wards which they linked with 
less access to inpatient rehabilitation and therapy. 
S07 A lot of the time when they were supposed to come and take her to 
speech and language she lost out because they'd come in and she'd be asleep 
and they'd say, "oh we'll move on to the next person". 
 
P08 Whereas I didn't see much of occupational therapy and I should've 
done … she said it to me very close to the end of my stay in [Hospital] …I'd 
go off then for a walk… and you know come back then 2 hours later and 
she'd say "oh I came up to your bed and you were gone". 
5.4.1.3 Social support and advocacy 
Many of the participants outlined a need for advocacy and social support in 
hospital due to perceived communication barriers, adverse events and/or a lack 
of care. Many described advocacy by family members (P04, P06, P07, P08) and 
P06 relied on support from other patients to order his meals. P09 described the 
benefit of his sister being present when he questioned multiple wards transfers. 
P09 I said to the nurse "this is just terrible…how do you expect anybody 
with a stroke to deal with being moved all the time… ". She said to me "do 
you want me to complain?" I said "I do!". …She said, "Oh I hope you won't 
complain about me". I said, "it's not about you at all…It's about being 
moved… So as my sister was sitting there, the ward sister person-in-charge 
comes in -  I can still see her now - she came in like a tornado (laughs) 
…And she caught the curtain - she nearly pulled it off the rail... she said 
"Listen here…You made a complaint about being moved…we're doing our 
best here"…so my sister … she said, "hold it now a second…I'm a nurse", 
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well she nearly died then… And then, of course, she was all apologies … I 
was lucky my sister was there. So she was able to advocate for me… 
even if I was able to get some words out, I probably wouldn't have been 
able to do it because of the way the attack, if you like. 
5.4.1.4 I cry going back in 
While many PWA had positive inpatient experiences (P04, P05, P06, P08), some 
participants recounted negative emotions in response to time away from home 
and children:  
P13 And that was in rehab, you know because I don't go home at weekends 
and I cry going back in cos I hated it, it was difficult now. yeah. Very 
difficult.  
P07 described how she had been unable to talk to her husband and daughter on 
the phone when in rehabilitation in a different part of the country due to her 
aphasia (P07). P06 reported that he had not been allowed to shower 
independently in rehabilitation despite having done so whilst in hospital. 
S06 When the nurse wanted to shower you. 
P06 Oh god! (laughs)…I was looking at her "what?!" (laughing), "I'll do 
myself!" …  they won't let you…Rules. Rules rules…In the [Hospital 
name] I could go in to have my own shower. 
5.4.2 Support in the community 
This theme references participants diverse experiences, needs and preferences 
around support in the community, perceived as inconsistently available, across 
the following sub-themes: variable access and front-loading; out-of-pocket 
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expenses; keyworkers; home help; life-after-stroke coordinator. 
5.4.2.1 Variable access and front-loading 
Access to post-acute support, both aphasia-specific and general rehabilitation, 
was seemingly variable and front-loaded.   
S01 I found the first year very difficult in that all the services were coming 
at you …not remembering who was doing what … he was tired as well as 
all of that and a lot of unknown. … if it was a little more phased it might 
have been better… but you don’t want to knock something if it’s being 
offered to you. 
P01 Yeah yeah yeah yeah (agreeing) 
Some blamed a lack of resources, funding or political will for a lack of SLT, 
stroke support groups and long-term support (P05, P09, P13). Discharge planning 
and onward referral were reported as being inconsistent. Some PWA reported 
being lost to services.  
P09 I had some speech therapy in hospital, particularly when I was in the 
stroke unit. And then when I came out of hospital after like my three 
different admissions, when I came out of hospital eventually, I had nothing 
…I wasn't referred to any place …I wasn't on the radar. I wasn't referred at 
all. 
The reasons for this apparent variability in service provision weren’t clear as 
illustrated by the examples of P02 and P06, of similar age, living near one another 
and who had their stroke in the same 2-year period in the last 4 years. Only P06 
had inpatient rehabilitation and SLT. P08 highlighted apparent variation in the 
availability of SLT in different parts of the country when he experienced a stroke 
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in another health area:  
P08 I was afraid then that I was going to fall between the stools then… 
There is speech and language therapy there but it's very limited and I 
certainly wouldn't have been able to get an hour a day. 
Furthermore, an apparent lack of access to stroke care featured in the accounts of 
participants regardless of time post-onset. Some PWA accessed post-acute SLT 
and general rehabilitation with help from family or local politicians.  
S06 He would have been lost …There is help there if you look for it … You 
have to be prepared to go out, sign forms … if I didn't apply for him, he 
wouldn't know where to go. And he'd be only at home. Doing nothing. 
Having information was perceived as important for being able to advocate for 
further support, however service-related information was reported as being 
inconsistently available (S01, S07, P07).   
5.4.2.2 Out-of-pocket expenses 
Some participants had a medical card (means-assessed entitlement to free public 
health services). P13 recalled how she had been left out of pocket while she tried 
to navigate an apparently inaccessible, bureaucratic medical card re-application 
process. Others described paying out of pocket expenses for private SLT, 
Physiotherapy and GP care.  
P05 It's choices … there's only X amount… the costs of the doctor and the 
physio … and the speech therapy… all those things cost money. 
P11’s friend paid for her to see a consultant privately. Others were unable to 
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afford private support.  
P07 Hand. Leg. Sore. All the time. 
I Do you do physio or anything like that? 
P07 No. 
S07 We’re hoping that she’ll go back to them … And to join the (leisure 
centre) there …And see if I can get a deal off them for the summer … And 
then once we join then she can go back to swimming. 
P07 Yeah, yeah. 
S07 That’s probably the only thing she can do … she’s not great with the 
walking… It’s the cost for me, cos it’s very expensive 
5.4.2.3 Keyworkers 
ABII Keyworkers were described as a much-valued, dependable source of 
support, companionship and conversation for participants who were otherwise 
relatively socially isolated. Keyworkers provided a listening ear and 
individualised support with exercising, reading, becoming more confident and 
independent, using money, shopping and getting out.  
P02 [Keyworker’s name] is one of the main people, I know it’s only once 
a week for a couple of hours but gets me out of the house, visiting people 
and If I want to go the doctors or anything he’ll take me… If I have any 
bothers all I do is ask him you know and he’d always put me right, go this 
way, go that way. 
P07 Cup of tea. Talking. Listening. Brilliant (stresses through hand 
gesture). Yeah. 
P11 She’s like my sister. 
P11 described how she had regressed when her Keyworker support ended. She 
reported how her GP had helped her to get the Keyworker support re-instated. 
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P11 It was all gone again. They said…you can fend yourself …After a 
while I was kind of down …I can’t go out – before with [Keyworker’s 
name] we go to the, something to eat, walking. 
5.4.2.4 Home help 
Professional support in the home was valued but access was reportedly variable. 
Daily home help supported P07 to maintain autonomy and S07 to return to work.  
P07 Breakfast. Shower. Wash your hair. Arms (gestures deodorant). And 
wax legs. And bra (gestures as if to put it on) … 
S07 They had that in place you know to get her home or she wouldn't have 
been able to manage otherwise you see… it was either that or I had to give 
up my job and I've only one wage … I'd no other choice. 
Home help workers were a valued source of chat and companionship (P07, S07): 
5.4.2.5 Life-after-stroke coordinator 
Some wanted access to a life-after-stroke-coordinator for flexible emotional, 
informational and advocacy support, and help to direct people to relevant 
supports at different points in their lives.  
P05 Once a month. For an hour…even just "sit down and I want to take you 
through do that, do that, your head - you said you're ok, is health? (gesturing 
as if working off a checklist) do you need to get glasses? or how's the dog 
… But more importantly that you can ask questions and they can ask you 
questions …Well, once a month. And even if I'd just go along and say 
"(thumbs up), I did nothing, sorry about that, now but I'm too busy with this 
thing and that". That's be enough you know. … or she may say "well might 
go and get a few physio" … Or "you're wanting to go swimming … you 
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should go"…it might be just even a cup of tea and we're just thinking a few 
things … And also emotional as well. 
 
P02 If there was somewhere or something put in place that you could ring, 
you could say that “I’m having problems this week with just going out” I 
suppose even saying that, if you could ring someone and tell them about 
this …  
I … someone to come and help you get out, or is it also to do with chatting 
with you, or maybe counselling you around the feelings? Or both? 
P02 I think it’s a bit of both 
For P09, the IHF Stroke Support Group Coordinator played a similar 
informational, liaison, counselling and advocacy role, but he reported that there 
was none in his area. 
P09 apart from coordinating activities … they're also available there to 
meet… if I wanted… to access counselling or … some kind of services, 
that they would help me in that regard … they would help the carers who 
often don't know where to go. 
5.4.3 Speech therapy 
This theme references participants’ diverse perspectives relating to SLT, when 
available across the sub-themes: beneficial SLT; I’ll be seeing them again; not 
all SLT is helpful. 
5.4.3.1 Beneficial SLT 
At all recovery stages PWA described the many biopsychosocial benefits of SLT 
including improved language, reading and writing, information, therapeutic 
relationship and emotional support in confronting changed ability, developing 
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confidence and managing negative emotions. 
I So you feel relatively positive about it how? 
P01 Yeah yeah 
I So what has helped… 
P01 Points at Speech and Language Therapist name 
I Does the speech therapist help you to improve your aphasia? 
P01 Yes! Yes yes yes (emphatic) 
I Does the speech therapist help you to be more confident in living with 
aphasia? 
P01 Yeah yes yes yes yes (emphatic) 
 
P09 I really clicked with the speech therapist because she was very 
supportive…I did very well because of her, I think.  
 
S06 You would have been lost without the Speech Therapists 
P06 You're right I would... you have to start from scratch. Really. You have 
to start from scratch. 
 
5.4.3.2 I’ll be seeing them again 
People valued access to SLT in the longer-term. However, this was reportedly 
not available to everyone who wanted it. Some described a need for more 
specialised support with communication and reading / writing than was 
apparently provided through third-sector brain-injury organisations. 
P10 Headway were great. The only thing is they don’t have aphasia 
links…in terms of, I said “I have aphasia”, “well we don’t have anything 
for that”…Why didn’t they have anything for that?!...If they had a speech 
and language therapist or if they had a music therapist. If they even had an 
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art therapist who was aware of aphasia…I think that would be so much 
more better.  
Where SLT was available in the long-term, this reportedly took the form of an 
'open door policy'. 
P09 I feel the need to interact with them… even if it is occasionally, I like 
to have that kind of support there … they have said to me like that at any 
stage that I could ring them… if I needed to go in … it's good to know that 
at some stage I'll be seeing them again … That it's still available... they're 
still so supportive… that's a very important service for us. 
Others, including P13, who had not accessed any SLT in the community, were 
no longer interested in it:  
P13 I think I'm gone up a level - I think I'm at that point now there's nothing 
that's going to change for me anymore …unless somebody says "Oh there's 
a fantastic place in here" but otherwise no. But I really needed it in the 
beginning. I really needed it.  
5.4.3.3 Not all SLT is helpful 
Some PWA described negative experiences of rehabilitation, poor therapeutic 
relationship and/or a sense that they themselves were better able to direct their 
own progress. For some, SLT goals were perceived as irrelevant and 
uninteresting. 
P05 Boring…I know you had to do it but Jesus Christ. 
I What would good therapy have looked like … 
P05 Like we're doing now, like now. 
I Just chatting? 
P05 Yep!  
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I you feel that you're improving yourself? 
P03 Yeah. Yes! 
I … as well as you would do in speech therapy? 
P03 As good, yeah! (nodding)… It's good! It's good! Some of them … But 
some of them are awful! … 
S03 He's had rows with some of them! 
P03 (laughs) Well for fucks sake! 
I (laughs) what were they making you do?! … 
S03 … he was going to this girl and she had pictures … he had to repeat 
the word after her and the next picture then was cot…he refused to say 
cot…this is a bed not a cot! … And she said "oh please say the word 'cot'" 
- "no, no" - and this went on for half an hour … 
P03 (laughing). … 
I …something around the therapy not being relevant enough for your life? 
P03 Yes! Yes! 
S03 Yeah yeah. 
P03 Yes! Yes! 
5.4.4 Mental health support 
This theme references the importance of mental health support for PWA and their 
families across the following sub-themes: emotional support for PWA; emotional 
support for families. 
5.4.4.1 Emotional support for PWA 
Some PWA reported accessing and benefitting from counselling (P10, P07). 
Others described how they had found counselling unhelpful or expressed 
disinterest (P08, P14, P06). At the same time, access to formal mental health 
support was reportedly unavailable to some who needed it: 
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P13 It was horrendous, I jumped off a bus coming in [place], on the way 
home... I didn't understand panic attacks because I'd never had them! … 
There is nothing out there now…there just isn't. 
P11, a single mother now living alone, described a lack of support and alternative 
options for overcoming addiction to anxiety medication: 
P11 I went to the doctor and he just "take it again" … And I'm doing the 
same story for 14 years … And it's only Smarties to me … I want to - down 
a bit, but I'm afraid if I go I'll only can really down down down! And that's 
no good for my kids to see those mental look of me … …Every time you 
go to the doctors it's a different one … Just cos I'd say me liver and my 
kidneys and everything was getting older and getting worse and worse …I 
feel I'm trapped. 
5.4.4.2 Emotional support for families 
S01, a parent of young children, had benefitted from counselling: 
S01 The counselling would have helped… you have to keep yourself going. 
And you can’t be not there for them. You are mammy and daddy. 
S06 felt that counselling might have benefited her earlier on if available: 
S06 There was none in the [Rehabilitation Hospital] … when we went to 
Headway… they put down our name, but that didn't happen then - only last 
week … I just felt that I didn't need it …maybe at the start if I had got it, 
but I just felt that we done all our crying … and we worked it out between 
us. 
P09 highlighted apparently variable access to support for spouses and caregivers:  
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P09 the carers are suffering in their own way… they're completely forgotten 
about. 
Counselling for children and/or the family unit was reportedly not available to 
all as highlighted in the accounts of P01, P07 and P12, all parents to young 
children at the time of stroke. 
S01 But the support for the family - No not a lot really, now. Quest was 
there for [P01’s name] … The children were fine, didn’t need any 
counselling … but between the lines they were all affected too … 
I So is there anything that would have helped? 
S01 Perhaps counselling for them 
 
I What do you think would have helped? … 
P07 Counselling. 
S07 Yeah, she probably should have got a bit of that. 
P07 Yeah, yeah. 
 
P12 [Child’s name] … Counselling. 
I So counselling for who - who do you think that would be good for? 
P12 [Child’s name] … Me … [Caregiver’s name] … 
I Yeah. For the three of you together? 
P12 Yes. 
Not all children wanted counselling. P11 recounted how 1 of her 3 children 
attended counselling at ABII. At the same time, children’s responses and support 
needs were dynamic and changed with time. This was illustrated by P12, a single 
mother who had experienced stroke shortly before the birth of her child. 
P12 Shout. Angry … [Child’s name]) … Angry. 
I At you? 
P12 Yes! … Why?! (asking me). 
I Has it always been the way? 
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P12 No, no. 
I Is it because he's nearly a teenager? 
P12 Teenager. 
I He's kind of growing big? 
P12 Teenager, Teenager. 
I Did he used to be more affectionate when he was younger... 
P12 Affectionate... 
I With you? 
P12 Yes. 
I And now it's more [Caregiver’s name]? 
P12 [Caregiver’s name]. 
S07, who had himself attended counselling, felt that they did not (and could not) 
give exact information about the types of situation that the child might face: 
S07 Think of the good things – that’s all they’ll ever tell you. They never 
can tell you … about how to deal with your condition. They can’t give you 
those answers. You have to live it to know it… Counsellors can’t tell you 
all those things – you have to live and learn from those things. 
5.4.5 Aphasia education and training 
This theme references the relevance of aphasia education and training for LWA 
across sub-themes: supporting PWA to make sense of aphasia; supporting family 
members and friends to make sense of aphasia; variable healthcare worker 
(HCW) awareness. 
5.4.5.1 Supporting PWA to make sense of aphasia 
Access to information about aphasia was apparently variable. Not everyone was 
satisfied with information received. Many described how they were told that 
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language recovery would be time limited. All disagreed with this and believed 
that their language had continued to improve in the long-term. P08, now working 
full-time with his pre-stroke employer, wanted content relevant to younger PWA. 
P08 …The US websites or one of the English websites about aphasia and 
what it might do to you…they did all tend to be older people. There 
probably was less information available as to back to work type 
information. Or maybe I just didn't look it up properly at the time. 
Four PWA (P02, P06, P11, P13) did not appear to understand aphasia at the time 
of the interview. It is possible that some had received information but had 
difficulty remembering it. 
P06 I'm sure someone told me what a stroke was, I'm sure a lot of people 
had said it to me, but it wasn't connecting. 
Some reported having had no aphasia information on hospital discharge (P02, 
P06, P09). P09 stressed the importance of such information for adjustment and 
recovery. 
P09 I would like to have it explained to me … all I knew was that like I'd a 
speech difficulty…I just connected with the brain and you know but I didn't 
know about aphasia. Or the meaning of the word even… it's like 
anything…it's like stroke itself. It's like dementia…It's important to have 
the information on whatever illness… it's important that you know what 
you're dealing with. And that you've information about it. 
On the other hand, P02, who did not appear to know about aphasia when we met, 
felt that this knowledge would not make any difference for him:  
P02 I don’t know would it make any difference.  
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Some would have liked more aphasia information, particularly in the first few 
years (P01, P09, P06, P12, P13). On the other hand, P10 was grateful that her 
family had shielded her from the consequences of stroke in the early stages of 
recovery. 
P10 I think my parents and my sister … wanted to protect me, so they didn't 
divulge what a stroke actually was…I don't know if that would have made 
me worse. … I was walking with a stick after about like six to eight weeks 
and they were amazed… So maybe it was a good thing, but I didn't know 
to the extent that my body had changed. 
5.4.5.2 Supporting family members and friends to make sense of 
aphasia 
Aphasia information for family and friends was reportedly obtained in hospital, 
rehabilitation, SLT, stroke groups and brain injury organisations. People also 
sought information about aphasia and services on the internet. Access to aphasia 
information and training was apparently variable however, which was linked 
with reduced quality of conversations with family and friends (P02, P07) and 
ability to explain aphasia to family, friends and neighbours (P11, P07, S07, P06, 
P07, P12). Some participants described a lack of aphasia information for their 
children. This is illustrated in the accounts of P12 and P11, both single mothers. 
I Did (son) get any support to understand your difficulties and your 
aphasia? 
P12 Aphasia. No. 
I Nothing. 
P12 Nothing, nothing. 
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P11 I look at my kids and they were kinda nervous.  
I … did they get any information or support at that time? … 
P11 Well no. No there was no - you just "go" and nobody, say, "she'll be 
alright", you know, "the kids'll be alright" … I think my kids should know, 
but they didn't know. They don't grasp it.  
S07 and P07 valued ABII Keyworker advice in relation to supporting their 
daughter’s emotional and informational needs. With support and information 
from Headway, S06 described becoming more confident in explaining aphasia to 
others and more supportive of P06’s growing independence. 
S06 I felt people thought I was telling lies …so then when I said it was 
aphasia, I said well at least I have a name! … they teach you to let him to 
be more independent. Cos I wouldn't let him do anything. He was only like 
a child to me… that slowly kind of changed. … I had to realise now he's 
not my child he's the husband.  
P02, who lived alone, believed that communication partner training would 
improve conversations with his sisters:  
P02 Yeah, I suppose that would be good alright… if they talk to you about 
it and explain to you that I might be talking away and if he gets stuck just 
leave him be. 
I … do they kind of be at you? 
P02 Yeah. “Talk up! Talk up!” 
Some participants believed their wider family would be reluctant to engage in 
Speech and Language Therapist aphasia training (S07, P10).  P10 felt that aphasia 
awareness training might inadvertently increase peer stigma and rejection and 
should be limited to caregivers or family members. S07 felt that aphasia 
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information paled in comparison to lived experience. 
S07 They can only tell you so much about it as regards what to look out for 
… as you progress, they won't be able to tell you, you learn these things. 
P07 Yes. 
5.4.5.3 Variable healthcare worker (HCW) awareness 
A lack of aphasia awareness was perceived as impacting on quality of care and 
communicative access in hospitals (S06, S09). For example, S06 reported how 
P06’s aphasia was apparently interpreted as challenging behaviour and prevented 
him from being able to order meals. She believed that aphasia should be better 
communicated to all HCW’s working with PWA.  
S06 More understanding with patients like him…when she came in now… 
I said to the girl "he's not ignoring you" cos everyone was "her her her her 
her give me that her"…I just said to the nurse … "just don't take it 
personally, it's just everyone is 'her' at the moment", he hasn't a clue”. So, I 
think if there was more understanding - if the doctor had said to them 
maybe, "this is [P06's name]’s complaint" like "he can't understand". 
I Yeah. Do you think the doctor understands it?  
S06 Maybe he might only have been learning himself!  
P06 He might need some help! (laughing).  
…S06 Or even the people - the server like - the food ladies - he was there 
4 and a half weeks - so I think a note should have been placed…For them 
to help him and for him to help them…I felt they felt he was kind of abusing 
them…Being difficult. So it would have been a lot easier.  
P06 Oh yeah - if someone knew! It should have been on your wall…  
I Would a picture menu have helped?  
P06 I'm sure that would help. … all strokes are different … So you don't 
need that for everyone but you could maybe just ask them "are you ok?" 
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P10 believed that the use of medical jargon also restricted communication with 
doctors. Her confidence developed after she had completed medical 
administration training:  
P10 They can actually converse well with me whereas beforehand when I 
didn't have this training, it was more directed at my mam… If I had my 
training or my medical admin and stuff like that, I could interact with them 
more. 
Some PWA recounted how their GP had supported them to express themselves 
in appointments, for example by scheduling longer sessions. Other PWA felt that 
their GP was ignorant both of their aphasia diagnosis and about aphasia more 
generally.  
I Does the doctor know about aphasia?  
P03 Well I suppose so. 
S03 I don't know whether she does or not. 
P03 (laughs). They know very little! 
P03 Very little. 
 
S06 the doctor only writes down a stroke… And only about a month ago I 
said to Dr [GP name], "it's called aphasia" and he looked it up … Now 
maybe he knew but he didn't say to me! 
Some believed that their GP was unconcerned with the wider psychosocial 
consequences of stroke and aphasia: 
P13 they don't see your brain or your heart, well heart you would but the 
love of heart and stuff, they just look at the picture of your sickness. 
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5.5 Discussion 
In keeping with a policy shift towards person-centred care for people who have 
had a stroke and to build evidence around service provision for PWA, we 
interviewed working aged PWA, including those with severe aphasia, to explore 
what has or would help them to live well, addressing relative underrepresentation 
of these perspectives in the literature. This paper focuses on findings relating to 
stroke care and its relevance for LWA. The data illustrate how all aspects of 
services and support are affected and challenged by communication difficulties. 
Aphasia rendered people vulnerable to adverse events and substandard care, 
which were recounted vividly many years post-stroke. The data highlighted a 
need for equitable, consistent access to person-centred care and information for 
PWA, families and children in the long-term post-stroke and improved 
coordination and communication across care settings and professionals. Findings 
are discussed in relation to the existing literature under six headings. 
5.5.1 PWA have individual support needs which change over time 
The data mirror and extend prior research by illustrating the highly complex, 
individual, dynamic experience of living with aphasia and how aphasia is 
intertwined with overall life context, goals, recovery, relationships, employment 
and financial situation and psychosocial wellbeing in the context of working aged 
PWA (Parr, 2001). Participants with aphasia had diverse stroke care needs, 
preferences and experiences. The data highlight how relevant stroke care is 
necessarily person-centred, flexible and responsive to individual needs and 
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contexts in the long-term post-stroke. This is arguably especially important for 
working aged PWA who are likely to live with aphasia for a longer number of 
years than other age groups, and in the context of (un)employment and parenting. 
The findings are in keeping with best practice statements for aphasia 
rehabilitation for adults of all ages (CCRE in Aphasia Rehabilitation, 2014), but 
highlight a specific knowledge gap and a need for inclusive, participatory 
research with working aged PWA around stroke care and LWA. 
5.5.2 Families have individual support needs which change over 
time 
The findings from our sample of working age PWA illustrate the individual 
psychosocial consequences for family members including spouses and children 
in keeping with prior literature (Grawburg et al., 2013; Halle & Le Dorze, 2014; 
Howe et al., 2012). Best practice is for psychosocial support and information for 
families of PWA in the long-term (Aphasia United, 2018; CCRE in Aphasia 
Rehabilitation, 2014) however, this was inconsistently available in keeping with 
prior Irish and international research (Kong & Tse, 2018; Manning et al., 2020). 
Children’s negative emotional responses often surfaced many years post-onset as 
children become older, underscoring a need for responsive, person-centred 
support in the long-term. The findings are important additions to the existing 
small body of literature that highlight consequences for children and parenting 
roles (Fotiadou, Northcott, Chatzidaki, & Hilari, 2014; Parr, 2001) and 
underscore the importance of further research in this area to inform appropriate 
community based supports. 
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5.5.3 There is a need for equitable, transparent access to a 
responsive, integrated pathway of care for LWA. 
Access to early stroke diagnosis, inpatient Stroke Units and ESD was apparently 
inconsistent despite being linked with a range of better outcomes (Prabhakaran, 
Ruff, & Bernstein, 2015) (Langhorne, Baylan, & Early Supported Discharge 
Trialists, 2017; Langhorne & Ramachandra, 2020). Access to community SLT, 
counselling and peer-networks was also reported as variable, and support was 
often accessed through third-sector support organisations, echoing prior research 
findings (Code & Heron, 2003; Community Services Subgroup of the National 
Stroke Working Group, 2011; Horgan, Walsh, Galvin, Macey, & Loughnane, 
2014; Katz et al., 2000; Kong, 2011; Kong & Tse, 2018; Mackenzie et al., 1993; 
Manning et al., 2020; McElwaine, McCormack, & Harbison, 2016; Palmer, Witts, 
& Chater, 2018; Rose et al., 2014; Verna et al., 2009). Study findings resonate 
with literature about the equitable distribution of stroke care across regions in 
Ireland and elsewhere for PWA (Burke, McGettrick, Foley, Manikandan, & 
Barry, 2020; Code & Heron, 2003; Katz et al., 2000; Kong, 2011; Kong & Tse, 
2018; Mackenzie et al., 1993; Manning et al., 2020; Palmer et al., 2018; Rose et 
al., 2014; Verna et al., 2009), and have implications for improving equity of 
access, transparency, standardisation and responsiveness in stroke care. There is 
a lack of evidence relating to service provision and acceptability for PWA of 
working age specifically, however, a recent study highlighted inconsistent access 
to post-acute support and pathways of care across 668 working aged adults with 
stroke in the UK, Australia and SE Asia, despite high rates of depression, poor 
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self-reported quality of life and a low rate of return to work at 12 months (Walters 
et al., 2020). Additionally, participants with mild stroke and/or aged 18-45 years 
were most likely to have no post-acute rehabilitation, perhaps linked with 
“professionals’ expectations that younger survivors and those with mild stroke 
will spontaneously recover without services” (p.1). There is a need for further 
research examining whether younger people with stroke and/or aphasia are 
indeed more likely to be disadvantaged in accessing appropriate stroke care. 
Inequitable access to person-centred, responsive stroke care in the long-term 
post-stroke will likely have significant negative impact on the health, wellbeing 
and social participation of PWA of working age and their families, who will live 
with the multidimensional and pervasive impacts of aphasia for many years post-
stroke.  
5.5.4 PWA need information and stroke liaison support to access 
relevant care. 
Some PWA had been apparently lost to services, which highlighted a potential 
lack of communication across care settings. There was also an apparent lack of 
centralised information about stroke and aphasia care similar to reports from 
Ireland and internationally (Code & Petheram, 2011; Kong & Tse, 2018; 
Manning et al., 2020; Rose et al., 2014). This made it more difficult for PWA 
and spouses to navigate, organise and collaborate in decisions about their care, 
mirroring previous findings (Manning et al., 2019). Findings provide further 
evidence of the importance of supporting PWA through care transitions (CCRE 
in Aphasia Rehabilitation, 2014).  Some wanted access to a stroke liaison worker 
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to provide dynamic, responsive and flexible psychological, informational, 
advocacy and liaison support. A Cochrane review examining effectiveness of 
stroke liaison workers reported improved satisfaction with aspects of service 
provision for patients with stroke (aphasia-status not reported) and carers (Ellis, 
Mant, Langhorne, Dennis, & Winner, 2010). Though there was evidence of 
reduced death and disability in patients with mild-moderate disability, improved 
outcomes were not evident across disability levels (Ellis et al., 2010). There is a 
need for research examining the effectiveness (and cost-effectiveness and 
potential impact on secondary care use) of stroke liaison support in the context 
of aphasia and ability to access quality stroke care. 
5.5.5 HCWs must be equipped with aphasia knowledge and 
competency. 
In this study, PWA reported a perceived lack of aphasia-awareness amongst 
HCWs across care transitions and PWA were sometimes vulnerable to adverse 
events and substandard care as a result. Similar barriers to patient-centred care 
have been reported previously  (Carragher et al., 2020; O'Halloran et al., 2019; 
O'Halloran, Lee, Rose, & Liamputtong, 2014), including Hersh’s vivid account 
of the experiences of 2 women of working age with aphasia (Hersh, 2015). Best 
practice is for HCWs to be provided with aphasia awareness training (Aphasia 
United, 2018; CCRE in Aphasia Rehabilitation, 2014). Hersh calls for better 
support and training for health professionals to be able to co-construct narratives 
to support PWA to give feedback on their experience of care. She observes that 
“the development of responsive, person-centred health care systems would be 
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assisted by valuing such narratives and giving a voice to a group of people so 
familiar with health care services but also so rarely heard” (Hersh, 2015) (p.219). 
The findings of this study highlight a need to increase HCW knowledge of 
aphasia and supported conversation techniques in keeping with prior research  
(Burns, Baylor, Dudgeon, Starks, & Yorkston, 2015; Carragher et al., 2020; 
Simmons-Mackie, Raymer, & Cherney, 2016). This is particularly important 
give the potential longevity of clinical and care relationships for PWA of working 
age and highlights a need for participatory research with PWA and clinicians to 
implement meaningful change.  
5.5.6 Make every contact count: PWA need repeated aphasia 
learning opportunities 
Participants had different experiences and preferences relating to aphasia 
information. Many had been told that their recovery would be limited to a specific 
timeframe. This mirrors recommendations for closer examination of prognostic 
information for PWA (Cheng, Worrall, Copland, & Wallace). Access to 
information appeared inconsistent in this study. Several PWA did not appear to 
understand aphasia at the time of interview. Some PWA may benefit from 
repeated opportunities to discuss and refine their understanding of aphasia, as 
highlighted previously (Forster et al., 2012). Each episode of care should present 
an opportunity to check-in about informational needs.  
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5.5.7 Methodological critique and limitations 
We did not aim for generalisability of the findings from this study. Through 
theoretical and maximal variation sampling, we aimed to maximise validity, 
representativeness and transferability of the findings, which may have relevance 
for other populations and vulnerable service users.  We purposefully recruited 
participants who differed according to the number of years that they had been 
living with aphasia. Although this introduces richness in terms of understanding 
how people might learn to adapt and live well with aphasia over time, with or 
without formal stroke care, the limitations of gathering participant perspectives 
regarding stroke care several years earlier must be acknowledged. Additionally, 
the reported variation in access to stroke care featured in participant accounts 
across the range of times post-onset, suggesting that apparent service provision 
issues might not be linked with the timing of participants’ experiences.  
Flexible deductive initial coding facilitated transparent engagement with 
previous research findings. Working with the PPI group improved the relevance 
and methodological quality of the study. The interdisciplinary team enhanced 
reflexivity (Barry, Britten, Barber, Bradley, & Stevenson, 1999) and exploration 
of issues for non-Speech and Language Therapists.  
Potential methodological limitations included conducting interviews in a 
single sitting. Multiple short qualitative interviews may have been more 
productive (Carlsson et al., 2007). Recruiting through third-sector support 
organisations and Speech and Language Therapists meant it was less likely to 
recruit PWA with negative experiences or those who were lost to formal support. 
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5.5.8 Strengths and clinical implications 
This is the first study specifically seeking the perspectives of PWA around stroke 
care in Ireland. It is additionally the first study with a specific aim to explore 
what supports living well with aphasia, considering both individual and structural 
influences, including stroke care, informed by a rigorous qualitative systematic 
review. The study used a rigorous participatory approach working with PPI 
collaborators to design accessible, inclusive interviews to facilitate meaningful 
participation of PWA, including those with severe aphasia, and to obtain rich, 
relevant information. The findings make a unique contribution in Irish and 
international contexts by extending our knowledge of the stroke care needs of 
working aged PWA and their families at all stages of personally defined recovery.  
PWA, their families and children need access to person-centred support 
responsive to their changing needs at all stages of recovery. This includes flexible 
access to mental healthcare and SLT. In order to access relevant care, people need 
access to information and stroke liaison support. Each clinical episode should 
present an opportunity to check in around aphasia-related informational needs. 
Training to improve aphasia competency is imperative for healthcare workers.  
5.6 Conclusion  
We interviewed working aged PWA, including those with severe aphasia, to 
explore what has or would help them to live well. This paper focuses on findings 
relating to stroke care and its relevance for LWA for working aged PWA. The 
data illustrate how all aspects of support are affected and challenged by 
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communication difficulties. There is a need for equitable, transparent access to a 
responsive integrated pathway of stroke care for PWA, families and children, at 
all stages of recovery. 
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Chapter 6: “You don’t let it be a barrier to yourself” – 
adapting and living well with post-stroke aphasia: 
Qualitative interviews with working aged adults4 
6.1 Abstract 
Introduction: In the context of increasing incidence of stroke in working 
aged people, there is a need for studies examining how these individuals adapt 
and learn to live well in the context of aphasia. We aimed to explore the 
perspectives of working aged people with post-stroke aphasia (PWA) towards 
what has or would help them to live well with aphasia (LWA). This 
manuscript reports the findings in relation to adapting to aphasia. 
Methods & Procedures: The study was designed with Public & 
Patient Involvement of an aphasia advisory group. In-depth, semi-structured 
interviews were conducted with 14 PWA. Data were analysed using 
principles of reflexive, thematic analysis. 
Outcomes & Results: Three themes relating to adapting to aphasia 
were generated: Emotional upheaval; Grit and positivity; Finding your feet. 
Adapting to aphasia involved working through significant negative emotional 
upheaval, developing positivity, confidence and grit to begin to re-engage in 
life. The significant upheaval experienced by spouses and children are also 
described. 
 
4 Manning, M., MacFarlane, A., Hickey, A., Galvin, R., & Franklin, S. (2020). "You don't let it be 
a barrier to yourself" - adapting and living well with post-stroke aphasia: Qualitative 
interviews with working aged adults. Manuscript submitted for publication.  
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Conclusions: LWA entails adapting to aphasia in individual, complex 
and dynamic ways. The findings have implications for developing self-
management and psychological interventions that can optimise the lives of 
working aged PWA.  
6.2 Introduction 
In recent years there has been a health policy shift towards supporting people 
with chronic conditions to live well and to achieve personally meaningful 
outcomes via person-centred integrated and community-centric support 
(Mead & Bower, 2000; World Health Organisation, 2016; World Health 
Organisation (WHO), 2002). Within aphasiology research, a small number of 
qualitative studies has examined the perspectives of people with post-stroke 
aphasia (PWA) on aspects of living successfully or living well with aphasia 
(LWA) (Brown, Davidson, Worrall, & Howe, 2013; Brown, Worrall, 
Davidson, & Howe, 2010; Brown, Worrall, Davidson, & Howe, 2011; Brown, 
Worrall, Davidson, & Howe, 2012; Cruice, Worrall, & Hickson, 2006; Grohn, 
Worrall, Simmons-Mackie, & Brown, 2012; Grohn, Worrall, Simmons-
Mackie, & Hudson, 2014). From interviews with 25 PWA (including 14 aged 
60 years and under), Brown and colleagues highlighted the individual and 
complex nature of LWA and identified 4 core themes: doing things, 
meaningful relationships, striving for a positive way of life and 
communication (Brown et al., 2010). A separate report on interviews with 
family members generated 7 core themes relating to LWA: getting involved 
in life, support for the PWA, communication, families’ own needs, putting 
life in perspective, focusing on and celebrating strengths, and improvements 
and experiences with services (Brown et al., 2011). Finally, integrating the 
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perspectives of PWA, family and Speech and Language Therapists obtained 
separately in 3 qualitative studies generated 7 overarching themes important 
for LWA: participation, meaningful relationships, support, communication, 
positivity, independence and living successfully as a journey over time 
(Brown et al., 2012) .  
From interviews with 3 PWA (including 1 of working age) and 3 
people without aphasia, Mumby and Whitworth also described the 
temporally-dynamic, individual, complex process of psychosocial adjustment 
to post-stroke aphasia, which involved transforming negative emotions into 
positive outcomes and 3 stages of ‘rationalisation’: looking back, looking 
around and looking forward (Mumby & Whitworth, 2013). The authors 
further highlighted a lack of knowledge around psychosocial and emotional 
adjustment processes and re-engagement in life participation for PWA 
(Mumby & Whitworth, 2013). 
The temporally-dynamic aspect of LWA was highlighted further in 
Grohn and colleagues’ longitudinal interview study with 15 PWA (including 
8 of working age), which highlighted the changing perspectives of PWA 
towards LWA at 3-, 6-, 9- and 12-months post-stroke (Grohn et al., 2012; 
Grohn et al., 2014). Overall, LWA was promoted by: actively moving 
forward, perceived communication improvement, engagement in activities, 
social support and maintaining positivity (Grohn et al., 2012; Grohn et al., 
2014).  
In a recent qualitative evidence synthesis, we examined how best to 
promote LWA from the perspectives of PWA. In designing the 
comprehensive searching strategy, we widened the scope of search terms 
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relating to living successfully or living well with aphasia to also include 
related psychosocial aspects of LWA including participation, community 
integration, life roles, coping, hope and quality of life (Bright, Kayes, 
McCann, & McPherson, 2013; Cruice et al., 2006; Dalemans, de Witte, 
Wade, & van den Heuvel, 2010; Davidson, Howe, Worrall, Hickson, & 
Togher, 2008; Dietz et al., 2013; Howe et al., 2012; Le Dorze, Salois-
Bellerose, Alepins, Croteau, & Hallé, 2014; Parr, 1994; Parr, 2001; Parr, 
2007; Simmons-Mackie & Damico, 2007; Simmons-Mackie & Lynch, 2013; 
Wallace et al., 2017).  The reasons were threefold. First, there was a lack of 
conceptual clarity around delineating LWA from these related areas.  Second, 
there was a lack of studies directly asking PWA about living successfully with 
aphasia. Third, the ‘living successfully’ paradigm, drawn from gerontology 
research, overly emphasises individual responsibility and agency in 
‘successfully’ achieving living well (or aging well); failure to achieve such 
‘success’ may lead to blame and under-support (Manning, MacFarlane, 
Hickey, & Franklin, 2019; Martin et al., 2015; Rubinstein & de Medeiros, 
2015). In widening the focus of LWA research, we conceptually aligned it 
with that of personal recovery, drawn from the mental health literature, which 
“recognises both individual and structural influences on coping and living 
well” and “is linked with empowering people to understand and manage their 
condition and symptoms and to fulfil life goals” (Manning et al., 2019) (p.22). 
Crucially, personal recovery is defined by individuals and can be achieved 
with or without formal support services (Anthony, 1993; McDaid, 2013; 
Slade, 2009).  
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From integrating the perspectives of PWA across 31 articles, we 
learned that PWA felt it was important to be proactive and to persevere in 
participating, doing things differently, developing confidence and autonomy 
and becoming assertive, and that learning to LWA took time. LWA was also 
promoted via: person-centred, responsive support in the long-term for PWA 
and members of their social network, who were an important source of social 
and emotional support and companionship; and opportunities for meaningful 
participation and contribution in the community (Manning et al., 2019).  
These findings were limited because they were generated from studies 
that did not consistently ask PWA about their perspectives towards LWA. 
Furthermore, the findings were limited due to methodological limitations in 
the literature highlighted in the review process. These included relative under-
representation of the perspectives of PWA with severe aphasia.  
Additionally, there was a relative lack of inclusion of PWA as Public 
and Patient Involvement (PPI) collaborators. This is important in the context 
of person-centred policy imperatives for people living with chronic 
conditions (Mead & Bower, 2000; World Health Organisation, 2016; World 
Health Organisation (WHO), 2002), growing recognition of the potential of 
PPI to improve the quality and relevance of health services and outcomes 
(Prior & Campbell, 2018), relative under-representation of PWA in stroke 
research because of aphasia (Brady, Fredrick, & Williams, 2013), and 
empirical evidence that meaningful involvement of PWA throughout the 
research process is achievable and beneficial (Mc Menamin, Tierney, & Mac 
Farlane, 2015a, 2015b; McMenamin, Tierney, & MacFarlane, 2018; Pound, 
2013).  
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Finally, while 42% of participants in the source articles included in 
the qualitative evidence synthesis were of working age, under 66 years 
(Appendix 9, table B), we wanted to extend our knowledge of supporting this 
age group, who may have unique support and participation needs in the 
context of employment, raising a family and over a greater number of years 
post-stroke. This is salient due to the rising incidence of young stroke (Béjot, 
Delpont, & Giroud, 2016; Health Service Executive, 2016; McElwaine, 
McCormack, & Harbison, 2015). 
We therefore aimed to explore the perspectives of working aged 
PWA, including those with severe aphasia, towards what has or would help 
them to live well including individual and structural influences aligned with 
the personal recovery model. We designed a qualitative interview study with 
input from a PPI aphasia advisory group, which generated a rich data set about 
multiple aspects of LWA. This paper focuses on findings relating to adapting 
to aphasia and its relevance for LWA. 
6.3 Materials and Methods 
6.3.1 Qualitative approach and research paradigm 
The study design, informed by Critical Realist ontology, was qualitative, 
semi-structured in-depth interviews and is reported in accordance with the 
Standards for Reporting Qualitative Research (SRQR) (O'Brien, Harris, 
Beckman, & Reed, 2014) (Appendix 14).  
6.3.2 Researcher characteristics and reflexivity 
Our multi-disciplinary team was composed of 2 Speech and Language 
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Therapists with aphasia knowledge (MM, SF), a physiotherapist (RG), a 
social scientist (AM) a health psychologist (AH) and 4 PPI collaborators with 
post-stroke aphasia.  
6.3.3 Ethical issues 
We obtained Research Ethics Committee approval from: University of 
Limerick Faculty of Education & Health Sciences (REC Ref: 
2016_09_06_EHS); University Hospital Limerick (REC Ref: 124/16); 
Acquired Brain Injury Ireland (ABII); and Headway. Study approval was 
obtained from Limerick Stroke Support club, Irish Heart Foundation (IHF), 
Croí and Aphasia Ireland. 
6.3.4 Sampling strategy 
The sampling parameters were people with post-stroke aphasia (identified by 
self or by gatekeeper in referring organisation) of working age (18-65 years) 
a minimum of 1-year post-stroke. We were particularly interested in the 
experiences of PWA and so we did not include people with severe cognitive 
and/or hearing impairment. The sampling strategy was maximal variation to 
hear the perspectives of people who differed according to sex, location in 
Ireland, severity of aphasia, recruitment source, years post-stroke and living 
situation (Creswell, 2009). Each PWA was permitted to include a significant 
other in the interview to support communication (Parr, 1994). Participants 
were recruited through the organisations listed above, who were contacted by 
the first author. The gatekeeper in the referring organisation forwarded 
aphasia-friendly study information to potential study participants (Appendix 
16). The first author obtained informed consent with participants by reading 
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aloud the study information and consent form, confirming participants 
understood each element, giving the opportunity to ask questions and 
confirming continued consent on the day of interview. 
6.3.5 Public and Patient Involvement (PPI) 
Our PPI aphasia advisory group was convened as part of a wider study. 
Meetings were held in the University of Limerick, facilitated by the first and 
last authors. We drew on the work of McMenamin and colleagues using 
participatory learning and action (PLA) tools to create a collaborative and 
productive research space (Mc Menamin et al., 2015a, 2015b; McMenamin 
et al., 2018; O'Reilly-de Brun et al., 2018). We used aphasia-friendly 
communication strategies such as supported conversation techniques, 
accessible written materials, informed consent processes, slides and agendas 
and member-identified strategies (Dalemans, Wade, van den Heuvel, & de 
Witte, 2009; Kagan, 1998; Luck & Rose, 2007; Pearl, 2014; Pound, 2013; 
Rose, Worrall, Hickson, & Hoffmann, 2012). The group provided feedback 
on the findings of our previous qualitative systematic review (Manning et al., 
2019); established key concepts to be explored in interviews; helped develop 
and pilot the topic guide (Luck & Rose, 2007; Parr, 1997) (Appendix 19); 
gave feedback on practice interviews; identified strategies for including 
people with more severe aphasia (Penn, Frankel, Watermeyer, & Müller, 
2008); helped interpret data; and provided ideas around dissemination and 
“participative” member-checking (Doyle, 2007) (Appendix 17). 
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6.3.6 Interview participants 
Participants with aphasia included 8 men and 6 women; 4 spouses also took 
part. Participant characteristics presented in order of participant age are in 
table 7 (chapter 5). PWA were aged 33-62 years, 6 had a severe aphasia and 
3 of these had severe receptive aphasia. They were from different parts of 
Ireland (half in the Mid-West region, 3 in the East, 3 in Galway and 1 in the 
South-East). They ranged from 14 months to 14 years post-stroke (see table 
7, chapter 5). 
6.3.7 Data collection methods 
The first author (a trained Speech and Language Therapist) met 11 PWA 
twice, minimally 2 days apart, to minimise risk of fatigue; this was not an 
issue for 3 participants. On day 1, the first author met participants to obtain 
informed consent and to gain information about their communication ability 
and requirement for supportive communication techniques (Kagan, 1998) by: 
administering sub-tests of the Boston Diagnostic Aphasia Exam (Goodglass, 
Kaplan, & Barresi, 2000), the Western Aphasia Battery – Revised (Kertesz, 
2006) and the Comprehensive Aphasia Test (Swinburn, Porter, & Howard, 
2005) (Appendix 18); and asking participants about strategies that supported 
them in conversations (Luck & Rose, 2007). Interviews were conducted on 
day 2 in participant homes or third-sector support organisations and were 
audio and video recorded. The topic guide was designed to be minimally 
directive, moving from open questions to more scaffolded, supported 
questions and responses, including examples of what other PWA had said and 
yes/no questions (Appendix 19). The interview length averaged 96 minutes 
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(range 50-128).  
We drew on existing literature for ideas around meaningfully 
including PWA in interviews such as supported conversation techniques 
(Kagan, 1998), monitoring for signs of fatigue (Carlsson, Paterson, Scott-
Findlay, Ehnfors, & Ehrenberg, 2007; Dalemans et al., 2009), piloting the 
topic guide with the PPI collaborators (Luck & Rose, 2007; Parr, 1997) and 
participative member-checking in which participants decided how they would 
like to be involved in validating their data  (Doyle, 2007). The PPI 
collaborators also gave ideas for ensuring spouses did not “speak for” 
participants (Dalemans et al., 2009) including posing questions to PWA first 
and using first names when addressing questions, providing plenty of time for 
PWA to respond uninterrupted and checking back to verify spouse 
contributes with PWA.  
6.3.8 Data processing and analysis 
The first author was responsible for transcription and documenting 
transcription decisions before importing transcripts to NVivo11 for reflexive 
thematic analysis (Braun & Clarke, 2006, 2019; Clarke & Braun, 2015; Terry, 
2015). Initial data familiarisation involved detailed reading and noting initial 
observations and analytical insights. We used a flexible deductive coding 
process (Fletcher, 2017) to apply 87 previously-created codes (Appendix 20) 
or inductively create new ones when required (Manning et al., 2019). This 
generated 199 codes which we collapsed and collated into 92 codes. Next, 
through axial coding, we looked for similarities, differences and relationships 
among codes to generate 7 preliminary themes (Clarke & Braun, 2015), 
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which were presented to the PPI group for interpretation and feedback 
(Appendix 21). Data and codes in these themes were explored and analysed; 
inter-relationships between themes were visualised; and themes were defined 
and names (Clarke & Braun, 2015). At this point, a written report of the 
reflexive thematic analysis was prepared. This necessitated further re-
grouping and naming themes. 
6.3.9 Techniques to enhance trustworthiness 
The first author met with the second and final authors to present and discuss 
initial coding of 4 transcripts. The first and final authors also met throughout 
the analytical process for in-depth interrogation of methods and emerging 
analytical insights. All analytical decisions and methods were transparently 
and reflexively recorded. 
6.4 Results 
6.4.1 Synthesis and interpretation 
Three major themes (adapting, social support and participation and stroke 
care) were identified (figure 8, chapter 5). This paper focuses on findings 
relating to adapting to aphasia and its relevance for LWA, which spans 3 
themes: Emotional upheaval; Grit and positivity; and Finding your feet 
(figure 10).  
Each participant with aphasia was assigned a random identifier from 
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Figure 10 Three themes relating to adapting and its relevance for LWA  
 
6.4.2 Emotional upheaval 
This theme describes participants’ negative emotional responses to aphasia 
and how some PWA were managing their emotions. It also describes the 
emotional upheaval experienced by spouses and children of working aged 
PWA.  
6.4.2.1 Dead. Box. Bye-bye (PWA) 
Most PWA had experienced negative emotions and/or mental health issues 
(e.g., frustration, anger, anxiety, depression and suicidal ideation) to some 
degree post-stroke.  
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P06 there's a little bit of it there every day… I'm a little bit 
low…because everything is different … we're trying to do a different 
life… trying to use something else. 
 
P02 I feel something is changed alright. But it’s getting the words to 
talk about it now 
 
P07 Myself, dead, 4 years ago, dead. Myself … Dead. Box. Bye-bye. 
 
P13 there was a time where I couldn't come in here on my own … The 
ground would come up with panic …  
6.4.2.2 But I’d say, “chill” 
Some PWA reported managing negative emotions without formal support 
through self-directed actions (including getting out for a walk, exercise, yoga 
and mindfulness) and/or with support from family and friends. 
P11 I'd say, you know, "chill", just give me chill…I have to go out 
myself. I've to go out with the dog or [place name] and I have a coffee 
myself. 
 
P05 I've some friends now… he's who is a therapist…I know I talk to 
him if I wanted to.  If I need anything. 
 
P06 helping ourselves…chatting… 
S06 he's coming out… talking to the group of his friends that he's 
comfortable with in Headway.  
P13 was determined not to let panic attacks restrict socialising: 
P13 I just had to change it …I met…a group of friend…in a pub and so 
the noise …I was having a panic attack … I just had to get out of there 
… I made myself then go back … I gave it 10 minutes … the next time 
…I'll go for 20 minutes and I'd bring it back that way …I was afraid 
that… if I didn't do it, that I would never go! I wouldn't see my group. 
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P07 started to recover from depression over time, having refused medication 
prescribed by a psychiatrist: 
S07 She was saying “myself, myself” trying to make herself … And 
she did, she came along without it in fairness. 
P07 Thank you. One day. Gone. 
I So it sounds like your mood is a lot better in the last 2 years? 
P07 Thank you. Yeah … 
I what has helped to make that progress? 
P07 [S07’s name], [Child’s name], definitely… 
S07 Her father pushes her as well 
P07 Yeah 
I How do they help? 
P07 Listening, talking 
S07 We give her the worst scenarios 
P07 Yeah, yeah, yeah. 
I kind of encouraging you to do things for yourself? 
P07 Yeah, yeah, yeah. 
6.4.2.3 I withdrew a bit 
Many PWA described withdrawing socially, becoming less sociable, 
avoiding talking and pretending to understand others. Social situations 
exacerbated feelings of fear, lack of trust, embarrassment and stupidity. This 
included P02, currently living alone, and P07, who had been highly active in 
her local community prior to her stroke. 
P02 Before this happened to me, I’d be chatting away with you and I’d 
be joking and, but that has all calmed down. I wouldn’t be as outgoing 
as I was. 
 
S07 She shuts down you see … 
P07 Yes, yeah. 
I Is it something around kind of trusting somebody or? 
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P07 Trusting. 
I …with your communication? 
P07 Yes! Definitely! 
S07 … there's another neighbour calls there…but when she's here, she's 
a terror for asking questions and the news… [P07’s name] couldn't be 
on her own …And I have to stay!… she wanted to bring [P07’s name] 
into the shopping centre for tea… … So I had to send my daughter with 
them… the saddest thing, she needed her there… if she wasn't there, 
she couldn't go. 
P07 Yeah. 
6.4.2.4 It’s hard and it’s sad to see (Significant Others, SO) 
Spouses too reported experiencing loss, upheaval, sadness, worry and grief.  
This is illustrated by the spouses of P07 and P01, both parents to young 
children. 
S07 I was laughing about it, and afterwards I was crying about it – … 
All those things I found very hard … cos she was fine …and the next 
thing she has this stroke… It’s not the same person that you married, 
it’s not the same person that was perfect, that could do everything for 
herself – now you have to watch everything they’re doing – like [child’s 
name]…it’s a role reversal…she’s looking after her… she’s doing 
everything for her. 
 
S01 the unknown thing was difficult … you’d never know would we 
ever be able to go away on a holiday; will I ever be able to leave [P01’s 
name] with the children …Got over that first year. Just the rope being 
pulled out from under you was quite shocking at the time. And you go 
through all the emotions and the loss. 
6.4.2.5 Between the lines they were all affected too (Kids) 
Eight participants had children at the time of stroke; two more had adult 
children at the time of stroke. Some described their children’s negative 
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emotional responses including fear, anger, sadness, loss and upheaval.  
S07 [Child’s name] used to say to me… roaring crying “Dad, what am 
I going to do with mam? … she can’t talk, the way she’s going to be, 
she can’t move her hands, she can’t do whatever- (crying) - my friends 
are there” she said, “what am I going to tell me friends?!” (crying). 
P07 Yeah 
Some participants described how their children continued to have emotional 
support needs many years post-stroke. 
I Did [child’s name] get a chance to do counselling or meet other kids? 
P07 No. 
S07 …She probably should have got it I think (starts to cry). 
P07 (crying). 
S07 …All I don’t want for her is to be trapped at home all the time – 
I’d like to see her go do what she wants to do…I told her, there’s no 
fear of us, we’ll be ok…she’s like an old woman before her time even 
– she knows things more. 
I …you definitely think some children’s counselling might have 
helped her? 
P07 Yeah, definitely, yeah. 
I And if it was available, something like that might still be relevant for 
her? 
P07 Yeah, yeah. 
S07 Yeah. 
 
6.4.3 Grit and positivity 
This theme describes how participants overcame the negative sequelae of 
aphasia to varying degrees by developing grit, positivity, gratitude, 
confidence and strength. For some working aged PWA, parenting acted as a 
motivational, driving force in their recovery.   
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6.4.3.1 You don’t let it be a barrier to yourself 
Participants were at varying stages of developing grit, determination, 
positivity, hope, confidence and strength. Over time some, but not all, had 
become more confident and accepting of their aphasia. Some no longer 
pretended to understand conversations or hid their aphasia from others.  
P08 I know I still suffer from aphasia. The biggest improvement … it 
doesn't bother me as much as it used to… If I say, and I still do say 
something stupid, all the time…But it doesn't bother me. 
 
P13 I've found now that I'm not stupid…in the beginning...if they were 
chatting or they smile, and I'd smile back, and I haven't a clue what 
they've said… It just hit me that I'm not stupid…We're not different in 
a different way …In the beginning for me to have my conversation 
about who I was in that way, I felt lost in that one because it's who I 
was… it took time, it took time…And even like I make jokes now… 
when somebody would say "oh your man (demonstrates word-finding 
difficulty)" - (laughs) "welcome to my world"… And they'd laugh at 
that!  
 
P04 It's always a barrier. But you don't let it be a barrier to yourself. 
 
P06 Confident, yes it has actually, yeah. I have to say… I presume it's 
just I'm coming forward like, forward…learning more… Confidence 
and brought forward. 
 
I And how would you say aphasia affects your life in a day to day 
way? 
P01 Oh em. Eh. Em. (Flicking through communication book). (Goes 
to rating scale + points). 
I So you’re kind of at a 7 out of 10 for how it affects. 
P01 Yeah 
I And at the start? Where would you -? 
P01 (Points) 
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I A one? 
P01 Yeah 
I What helped improve it? 
P01 [first names of referring gatekeeper and current Speech and 
Language Therapist], nurse 
I So the stroke nurse? 
P01 Yeah 
I The speech therapist? 
P01 Yeah 
I The communication group? 
P01Yeah. You! 
I So being involved in research, giving back - So all those things? 
P01 Yes! Very good. 
I Is there something around both improving your communication and 
your confidence? 
P01 Yeah yeah yeah. Very good. Yes! Very good. 
Others bore aphasia with grit and resignation, as something that could not be 
changed.   
P02 Just get on with it. Something you don’t think about… you have 
to get on with it. I got inflicted with this so. Grin and bear it I 
suppose… There’s no cure for it. 
6.4.3.2 I kept saying you’ll heal, you’ll heal 
Some participants described trying to be positive, optimistic and hopeful for 
further recovery and acknowledging the ups and downs. Many described 
feelings such as a sense of strength, persistence, practice, determination and 
perseverance.   
I what gives you that control? 
P14 Positive. 
I Just being positive? 
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P14 Ah Yeah…yeah (again suggesting "sure why wouldn't I be”) … 
Strong. Strong. 
I Strong? 
P14 Oh yeah! 
I You're strong? 
P14 Oh yeah! 
I And you've always been strong and positive? 
P14 Yeah! 
 
S01 we haven’t suffered too bad. You do get a strength from 
somewhere… 
P01 Oh yes yes yes yeah yeah! (emphatically). 
 
P13 That's what I was saying - need it like, you know? If you think 
you've got a broken leg, it takes time for it heal, whereas I kept saying 
"you'll heal you heal."… 
 
P03 But you know - this fucking thing (laughs, pointing to right hand, 
arm) - there no good - (stands, points to right leg), in there no good 
(points to right leg), in there (right side generally) - but so what?!  I lie 
in bed, so what. Cos there's no point in finding things wrong with it, 
you know, because it's. 
6.4.3.3 Parenting as driver 
Some PWA described how parenting responsibilities motivated them in their 
recovery. This included P13, a single mother of young children. 
P13 Part then when I was in the coma with kind of "wake up, wake 
up! … I need to sort out for the kids. So that's what I did. 
6.4.3.4 Better than I was 
Some PWA described the sudden loss of language they experienced after 
stroke. Many described how their aphasia had slowly improved, and 
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continued to improve, with or without SLT.  
P03 It's getting better. 
S03 He's saying, 'getting better every year'. 
P03 Yeah. 
S03 Slowly slowly. 
P03 But it takes more time. 
S03 It could take 7 years, it could take 8 years. 
P03 Yeah (nodding). 
6.4.3.5 I need to get better better better 
Most participants had a strong desire for better language even if relatively 
accepting of aphasia. Some were dissatisfied with their progress and wanted 
better conversation, for example to navigate parenting. 




I Having conversations. Can you talk to me more about that?... 
P07 [S07’s name]. [Daughter’s name]. 
 
P05 I mean if you'd come maybe in 4 years, I probably would have 
gone in, but I (gestures a leap, progression) 
I even four years ago you weren't as good as you are now? 
P05 Yeah yeah. And even now I'm not happy, I need to get better 
better better you see… But you have to do it, you have to keep on 
going you know! 
6.4.3.6 Compared to others we were very blessed 
Some PWA displayed a sense of gratitude, for example to have survived, that 
the outcome had not been worse, and that language had improved since the 
stroke. 
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P13 I'm lucky that I did come back…I know some people have felt 
"poor me" - I've never felt that …I'm not talking about what happened, 
I'm talking about "I'm here!". 
 
P08 I think I got very good support… I do know that I was very very 
lucky … other than my speech …other people in the stroke unit, they 
had to be hoisted out of bed…I didn't need a fraction of the services 
… that a lot of other people needed. 
6.4.3 Finding your feet 
This theme describes the ways some participants were developing a sense of 
what was still possible with aphasia. This entailed discovering ability, doing 
things differently, learning new skills and having fun and meeting people. 
6.4.3.1 I knew I was not as good 
PWA described being confronted with altered and retained abilities, often in 
SLT.  
P08 when I walked out of [Hospital]…I thought I was ready for the 
world… and of course I wasn't… the very first phone call that I tried 
to make a doctor's appointment and I buggered my way through it … 
she put me back in my box then, she really really challenged me - and 
you know, she was probably doing it on purpose to say that "you 
know, there's still more work to do" right (laughs). 
P09 valued person-centred support from his Speech and Language Therapist 
through this emotional process.  
P09 You know, you could have somebody trying to force you to do 
things… if I couldn't do something it was parked and “we'll come 
back to it” … there was no kind of “try again or try again or try 
again”… I couldn't do things. It was making me very emotional…if 
she pushed me, like, I would just have broken down… I just wouldn't 
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be able for it… she was able to encourage me … it was a pleasure to 
be able to go into her. 
6.4.3.2 Doing things differently 
Participants used various strategies to support their communication, memory 
and participation. These included preparing vocabulary and conversations, 
editing written work and emails, and using communication books, mobile 
phones, iPads, writing and calendars. They also described techniques to 
manage pressure and panic. This necessitated PWA developing both 
awareness of useful strategies and confidence to implement them. 
P10 I couldn't say "t shirt" or "clothes" … I've changed and I've 
changed my approach. I'll be all confident going up to somebody 
saying "…Can you get it for me or is there another shop where I can 
go to?"…But I have to practice that. 
 
P08 my writing was dreadful … So, I'd have to spend a lot of time 
correcting myself before I could hit send … that takes me a lot of 
time…  
 
P04 I tried to sing a couple of songs that I was familiar with, but I 
haven't sung in ten years. It's remembering the words… But you know 
there's a way around that …. I could learn songs that I never knew. 
Some took steps to improve overall health including smoking cessation, 
regular walking and yoga. Many experienced fatigue and needed to rest after 
activity. P13 renovated her home and made it more physically accessible.  
P04 they offered me a patch and I took it. And here I'm five years off 
smoking now… they couldn't tell me why I had a stroke; you know? 
… I had to eliminate any potential causes. So, the smoking had to go. 
And the coffee had to go. 
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P13 I kept falling … we got a wet room and bathroom down there…I 
don’t go upstairs… 
6.4.3.3 I’m going to try to learn more stuff 
Some participants came up with activities to improve communication, 
reading, memory and participation in absence of formal support.  
P06 when I was doing my walking every day, I stop at all the signs 
and I'd read them. and I wait until I read it and then I go onto the next 
one. See little things like that. You're doing a walk. And you're 
learning at the same time! (laughing) 
 
S06 We got these books in Dealz, now they were brilliant. 
P06 Brilliant. 
S06 Ones that the grandchildren kind of knew as well, so they were 
showing him - he was saying a dog, they'd say "no! A horse".  Which 
he found them for himself, I just left him there and said, "what you 
don't know, ask me". 
 
P08 I did a lot of apps …I did a lot of them for six months. 
 
S03 I'd say, "go over to the shop and get bread, milk and something 
else - 3 items, maybe… and he might come back with 2 items and I'd 
say, "where's the bread?" … then the next time he goes over, he gets 
the three items …And now he's progressed that well that he can drive 
to Lidl or Aldi or go into the supermarket and do his own 
shopping…that's what you're not being taught by the therapists. 
P10 had learned to write using her left hand against the OT’s advice: 
P10 she was like, "No, write with your right hand" and I was like "no" 
 
Some PWA felt it was important to talk with others and practice speaking. 
P05 attributed recent language improvement 12 years post-stroke to 
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attending several weddings in the previous year.  
P05 last year we had…8 weddings…And just who you meet at 
weddings…there were different people…I think it worked because it 
kind of had to do it…And I was knackered.  
6.4.3.4 Having a laugh and giggle 
All PWA stressed the importance of getting out, spending time with others, 
having fun, doing enjoyable things and/or chatting.  
P11 we don't be down about it, have a coffee and have a laugh and 
giggle. That's what we do. 
 
P05 if I had the dog, I know it sounds terrible, going up and down and 
out and that and it's great because people love you, meeting them!... I 
tell you it's a bond. 
Some enjoyed getting away or planning holidays to look forward to.  
P14 Yeah just sun sun sun …Yeah but the sun!...Yeah cos em heat… 
This was only possible if financially feasible. P02 had lost his income, which 
restricted travel and opportunities to meet friends. 
P02 Income I suppose, I can’t afford it … if you didn’t have the 
money that’s it. If you haven’t the bobs you can’t… 
6.5 Discussion 
We interviewed working aged PWA, including those with severe aphasia, to 
explore what has or would help them to live well. This paper focuses on 
findings relating to adapting to aphasia and its relevance for LWA because of 
the need to understand how better to support the unique needs of younger 
people with stroke who will live with its consequences over many years. The 
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data illustrate how PWA, spouses and children experience significant life 
upheaval and negative emotional responses some of which resonate with 
PWA in general but many of which are age specific. Participants overcame 
the negative sequelae of aphasia to varying degrees as they developed 
positivity, confidence and grit, which supported re-engaging with life, 
adapting and developing a sense of what’s still possible. For some, parenting 
acted as a motivational, driving force in their recovery.  Findings are 
discussed in relation to the existing literature under 4 headings. 
6.5.1 Adapting to aphasia requires working aged PWA to work 
through significant emotional upheaval in individual, non-linear ways 
The findings elucidate the specific nature of adaptation for people of working 
age, who experience (and live longer with) life-changing upheaval in 
employment, income, relationships, parenting and autonomy, and about 
whom there is relatively little research knowledge. The significant negative 
social-emotional consequences of aphasia including depression and social 
withdrawal have been previously described (Baker, Worrall, Rose, & Ryan, 
2020; Brown et al., 2013; Brown et al., 2010; Cruice et al., 2006; Dalemans 
et al., 2010; Doughty Horn, 2016; Grohn et al., 2014; Howe, Worrall, & 
Hickson, 2008; Kauhanen et al., 2000; Le Dorze et al., 2014; Manning et al., 
2019; Mc Menamin et al., 2015a; Northcott & Hilari, 2011; Parr, 2001). The 
findings illustrate the impact of anxiety, including severe general anxiety and 
panic attacks, on working aged PWA. Anxiety disorders are less commonly 
described in the context of aphasia and inclusion of PWA in prevalence 
studies of post-stroke anxiety is a relatively recent phenomenon (Campbell 
Burton et al., 2013; Morris, Eccles, Ryan, & Kneebone, 2017; Shehata, El 
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Mistikawi, Al Sayed, & Hassan, 2015). For some working aged PWA, mental 
health support was predominantly pharmaceutical, highlighting a need for a 
better range of support options with professionals who are skilled in 
supported communication techniques. The findings also illustrate the ways in 
which working aged PWA managed negative emotions through a range of 
self-directed actions, often without formal support, particularly since many 
could not access mental health support and post-acute stroke support was 
generally front-loaded (Manning, Mac Farlane, Hickey, Galvin, & Franklin, 
In press). The data thus extend our understanding of how people adapt and 
self-manage in the context of aphasia. This is important because people with 
aphasia are generally excluded from stroke self-management studies (Wray, 
Clarke, & Forster, 2018) and we need to better support people with post-
stroke communication impairment in ‘taking control and actively moving 
forward with life’ (Wray & Clarke, 2017). Further research is required 
examining how to support PWA of working age in personal recovery as they 
work through and cope with significant negative sequelae of aphasia and 
stroke as they manifest, either within or without the mental health system 
(Anthony, 1993; McDaid, 2013; Slade, 2009).  
6.5.2 Developing positivity, confidence and/or grit supports 
working aged PWA to re-engage with life. 
The importance of developing positivity, strength, confidence, hope and grit 
in relation to psychosocial adjustment, LWA and participation found in this 
study replicate previous findings (Bright et al., 2013; Brown et al., 2010; 
Grohn et al., 2014; Manning et al., 2019; Mumby & Whitworth, 2013). We 
present novel data specifically in relation to the process of re-engaging in life 
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for younger adults with aphasia, for whom life participation has different 
implications in terms of re-entering the workforce, earning a living, 
supporting a family and raising children and young people. The findings 
illustrate how parenting concerns can act as a motivational driving force for 
younger adults with aphasia and underscore the necessity of considering the 
wider family context in person-centred support for LWA and highlight the 
value of focused analyses of social participation for PWA.  
6.5.3 In adapting, working aged PWA take control and develop a 
sense of what’s still possible. 
Finding your feet with aphasia involved understanding altered abilities, 
communication and participation strategies, self-directed recovery and 
getting out and/or meeting people. This supports prior research with PWA 
illustrating the importance of being open to new ways of engaging, being 
proactive about socialising and participation, and how PWA discover altered 
capacity as part of engaging in activities and, in a bi-directional relationship 
between confidence and participation, work progressively towards engaging 
in higher levels of activity (Manning et al., 2019; Niemi & Johansson, 2013; 
Pearl, Sage, & Young, 2011).  The findings, particularly themes 2 and 3, 
illustrate the ways in which some PWA developed confidence, grit, positivity 
and ‘found their feet’ to participate meaningfully in their lives with aphasia. 
These findings resonate with the aforementioned recommendations that 
future self-management interventions for people with post-stroke 
communication difficulties should target taking control and actively moving 
forward with life (Wray & Clarke, 2017). The findings should be considered 
in the context of self-management support for aphasia, with attention to the 
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opportunities and supports for people of different ages, and specific self-
management interventions for occupational opportunities for people of 
working age 
6.5.4 Spouses and children of working aged PWA must work 
through significant upheaval in individual, complex and dynamic ways 
in the long-term post-stroke. 
The data illustrate clearly the wider social impact of aphasia and ‘third-party 
disability’ which resonates with previous descriptions (Grawburg, Howe, 
Worrall, & Scarinci, 2012, 2013a; Grawburg, Howe, Worrall, & Scarinci, 
2013b, 2014; Harlow & Murray, 2001; Howe et al., 2012). The findings 
contribute new knowledge about the significant, long-lasting, temporally 
dynamic psychosocial impacts on spouses and children when working aged 
adults experience post-stroke aphasia. Apart from a small body of research 
examining the dynamic impact of aphasia on parenting and relationships with 
children (Brown et al., 2010; Harlow & Murray, 2001; Parr, 2001), there is a 
lack of knowledge specifically addressing the experiences and perspectives 
of families of working aged PWA. Given the relatively long-term impact on 
young families and increasing incidence of young stroke it is important to 
investigate further, using prospective methods if possible, the support needs 
and perspectives of close family members and children growing up in the 
context of aphasia. 
6.5.5 Methodological critique and limitations 
There are several potential limitations in the representativeness and richness 
of the sample. We conducted each interview in a single sitting with average 
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interview length of 96 minutes. This was partly to minimise intrusion and 
commitment on the part of PWA. While researcher and participant fatigue 
was actively monitored throughout, multiple short qualitative interviews 
might be more productive (Carlsson et al., 2007). Additionally, as participants 
were recruited through Speech and Language Therapists and third-sector 
support organisations, we did not recruit participants who had been entirely 
lost to services. It also meant that we were less likely to speak with 
participants who had negative experiences of services. Finally, recruiting 
people who varied widely in terms of time post-stroke wide variation in time 
post-stroke might limit the analytical insights around adapting to aphasia at 
different stages of aphasia recovery. 
6.5.6 Strengths and clinical implications 
This study makes a unique contribution to the aphasia literature by extending 
knowledge around the process of adapting to aphasia experienced by working 
aged PWA, families and children. It is underpinned by a rigorous design 
incorporating the findings of a systematic review and qualitative evidence 
synthesis, participatory research with PPI collaborators and accessible, 
qualitative interviews. Triangulating multiple methodologies permitted 
deeper exploration of the phenomena from different angles (Flick, 2007; 
Gibbs, 2007). Working with PPI collaborators improved the trustworthiness, 
relevance and methodological quality of the study and was impactful beyond 
initial expectations. The role evolved over time as additional research tasks 
were identified and benefited from member input. The PPI collaborators 
helped put the synthesis findings into lay terms and prioritised key concepts 
to be probed. Collaborators were consulted on meaningfully including PWA 
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and family members in interviews. Using a hierarchy of supported interview 
questions and responses helped support all participants, including those with 
more severe aphasia, to take part in the interview process. Collaborators 
additionally advised on accessible options for member-checking and research 
dissemination and were involved in interpreting the research findings.  
The findings have several important clinical implications in terms of 
the long-term emotional and self-management support needs for working 
aged PWA, spouses and children. Adapting to aphasia was an important 
component of living well for all affected, and necessitated working through 
negative emotional responses to significant life upheaval. Flexible access to 
mental healthcare and support from family and friends are all important for 
supporting people affected by aphasia to develop positivity and confidence 
and to explore what might still be possible. PWA themselves too 
demonstrated a range of self-directed strategies as part of learning to live well, 
which might meaningfully be harnessed to inform self-management support. 
6.6 Conclusions 
We interviewed working aged PWA to explore what has or would help them 
to live well. The findings elucidate the specific nature of adaptation for 
working aged PWA, who experience and live longer with life-changing 
upheaval in employment, income, parenting, and autonomy. Adapting to 
aphasia involved PWA, spouses and children working through significant 
emotional upheaval in individual, non-linear ways in the long-term post-
stroke. Developing positivity, confidence and grit supported re-engagement 
in life which helped working aged PWA to take control and to develop a sense 
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of what was still possible. The findings advance understanding of what is 
important for self-management and psychological interventions for working 
aged PWA and families. 
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Chapter 7: “I hated being ghosted” – the relevance of social participation 
for living well with post-stroke aphasia: Qualitative interviews with 
working aged adults5 
 
7.1 Abstract 
Background: In the context of increasing incidence of stroke in working aged 
adults, there is a specific need to explore the views of working aged adults with 
post-stroke aphasia (PWA), whose communication difficulties may result in 
restricted social participation, loss of employment and changed relationship and 
parenting roles. This study aimed to explore the perspectives of working aged 
adults with post-stroke aphasia (PWA) in relation to social participation and 
living well with aphasia (LWA). 
Design and participants: This study was designed with input from a 
Public & Patient Involvement aphasia advisory group. We conducted qualitative 
interviews with 14 PWA. Data were analysed following principles of reflexive, 
thematic analysis. 
 
5 Manning, M., MacFarlane, A., Hickey, A., Galvin, R., & Franklin, S. (2020). "I hated being ghosted” 
– the relevance of social participation for living well with post-stroke aphasia: 
Qualitative interviews with working aged adults. Manuscript submitted for publication.  
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Results: Social participation spanned 5 themes: Relationships and roles; 
Social support; Peer network, Aphasia awareness; and Employment and training. 
Meaningful, interesting social participation for LWA is individually defined. 
Working aged PWA may require flexible support with parenting, accessing a 
diverse social network and finding opportunities for meaningful social 
connection, training and employment. 
Conclusions: The findings extend knowledge of social participation in 
the context of LWA for working aged adults by elucidating the individually 
defined nature of meaningful participation and how PWA may need flexible 
support with parenting, accessing a diverse social network and training and 
employment. For aphasia research, policy and services to be relevant, it is crucial 
that working aged PWA are meaningfully involved in setting the aphasia agenda. 
7.2 Introduction 
Aphasia is an acquired language disorder, most commonly occurring post-stroke, 
that “masks a person’s inherent competence, and most dramatically affects 
conversational interaction (talking and understanding), as well as the ability to 
read and write” (Aphasia Institute, 2015; Kagan & Simmons-Mackie, 2013). 
Aphasia has far-reaching psychosocial consequences for quality of life, mental 
health, social networks, relationships, return to work, access to support and social 
participation (Baker, Worrall, Rose, & Ryan, 2020; Black-Schaffer & Osberg, 
1990; Carragher et al., 2020; Grawburg, Howe, Worrall, & Scarinci, 2013; Hilari, 
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Needle, & Harrison, 2012; Howe et al., 2012; Kelly, Kennedy, Britton, McGuire, 
& Law, 2016; Morris, Franklin, & Menger, 2011; Northcott, Marshall, & Hilari, 
2016; Northcott, Moss, Harrison, & Hilari, 2016; Parr, 1994; Parr, 2001; Parr, 
2007; Shadden, 2005). There is a growing research focus on supporting people 
with post-stroke aphasia (PWA) to achieve participation outcomes in addition to 
impairment-focused rehabilitation approaches (Chapey et al., 2001; Kagan et al., 
2008). Such interventions may include raising aphasia awareness, improving 
communicative accessibility, targeting social inclusion, communication partner 
training and connecting PWA with opportunities for authentic, meaningful social 
participation (Byng & Duchan, 2005; Cruice, Worrall, & Hickson, 2006; Howe, 
2017; Kagan, 1998; Simmons-Mackie & Damico, 2007).  
A recent qualitative evidence synthesis of 31 articles reporting the 
perspectives of PWA highlighted the importance of social participation for living 
well with aphasia (LWA) (Manning, MacFarlane, Hickey, & Franklin, 2019). 
The findings were limited in that they were drawn from studies examining a 
diverse range of topics in addition to LWA. Shortcomings in the literature were 
also highlighted including a lack of public and patient involvement of PWA in 
aphasia research, despite empirical evidence of successful participatory research 
in the context of aphasia (Mc Menamin, Tierney, & Mac Farlane, 2015a, 2015b; 
McMenamin, Tierney, & MacFarlane, 2018; Pound, 2013).  
A little under half of participants (42%) in the included papers were 
clearly documented as working age. Aphasia brings unique, inter-connected 
consequences for social participation for working aged adults who will live with 
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chronic aphasia for a longer number of years (Dalemans, De Witte, Wade, & Van 
den Heuvel, 2008; Graham, Pereira, & Teasell, 2011) and so it is particularly 
important to increase understanding of supporting this age-group. This is 
especially salient in the context of the growing incidence of stroke in working 
aged people (Béjot, Delpont, & Giroud, 2016; Health Service Executive, 2016; 
McElwaine, McCormack, & Harbison, 2015) and evidence that access to stroke 
support is front-loaded (Code & Heron, 2003; Community Services Subgroup of 
the National Stroke Working Group, 2011; Horgan, Walsh, Galvin, Macey, & 
Loughnane, 2014; Katz et al., 2000; Kong, 2011; Kong & Tse, 2018; Manning, 
Cuskelly, Russ, & Franklin, 2020; Palmer, Witts, & Chater, 2018; Rose, 
Ferguson, Power, Togher, & Worrall, 2014; Verna, Davidson, & Rose, 2009).  
We therefore aimed to address relative under-representation of the 
perspectives of working aged PWA, including those with severe aphasia, towards 
social participation and LWA. We designed a qualitative interview study with 
input from a Public and Patient Involvement (PPI) aphasia advisory group, which 
generated a rich data set about multiple aspects of LWA. This paper focuses on 
the relevance of social participation for LWA. 
7.3 Materials and Methods 
7.3.1 Qualitative approach and research paradigm 
The study design was qualitative, semi-structured, in-depth interviews, framed 
by Critical Realism (Clark, Lissel, & Davis, 2008). We have followed the 
Standards for Reporting Qualitative Research (SRQR) (O'Brien, Harris, 
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Beckman, & Reed, 2014) (Appendix 14).  
7.3.2 Researcher characteristics and reflexivity 
The multi-disciplinary team included expertise in aphasia, PPI, health 
psychology and primary care and four PPI collaborators (3 women, 1 man) of 
working age with post-stroke aphasia for 3-30 years. 
7.3.3 Ethical approval 
We obtained approval from the Research Ethics Committees of the University of 
Limerick Faculty of Education and Health Sciences (REC Ref: 
2016_09_06_EHS); University Hospital Limerick (REC Ref: 124/16); Acquired 
Brain Injury Ireland (ABII); and Headway. We also obtained study approval from 
Aphasia Ireland, Croí, Irish Heart Foundation (IHF) and Limerick Stroke Support 
group. 
7.3.4 Sampling strategy 
We circulated recruitment information (Appendix 16) to Speech and Language 
Therapists in the Health Service Executive and various third-sector support 
organisations (ABII, Headway, Aphasia Ireland, Croí, IHF), who identified 
potential participants within their organisation. The sampling parameters were 
working aged adults (18-65 years) with post-stroke aphasia, a minimum of 1-year 
post-onset. To focus on the experiences of PWA, we excluded people with severe 
cognitive or hearing impairment. We used maximal variation sampling to 
maximise diversity by age, sex, location in Ireland, referring organisation, 
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severity of aphasia, years since stroke and living situation (Creswell, 2009).  Each 
participant could invite a significant other to help support communication (Parr, 
1994). At an initial meeting, the first author obtained informed consent by 
reading the information sheet and consent form aloud and ensuring that 
participants had comprehended each element. We also administered sub-tests of 
the Boston Diagnostic Aphasia Exam (Goodglass, Kaplan, & Barresi, 2000), the 
Western Aphasia Battery – Revised (Kertesz, 2006) and the Comprehensive 
Aphasia Test (Swinburn, Porter, & Howard, 2005) to determine aphasia severity 
and communication support needs (Appendix 18). 
7.3.5 Data collection  
Apart from 3 participants for whom fatigue was not an issue, interviews were 
conducted by the first author (trained Speech and Language Therapist) minimally 
2 days after initial meeting either in participant homes or third-sector support 
organisations. Interview length averaged 96 minutes (range 50-128). The 
researcher monitored for signs of fatigue, emotional distress, and breaks were 
taken whenever required (Carlsson, Paterson, Scott-Findlay, Ehnfors, & 
Ehrenberg, 2007; Dalemans, Wade, van den Heuvel, & de Witte, 2009). The 
topic guide was developed and piloted with PPI advisors in practice interviews 
(Manning, MacFarlane, Hickey, Galvin, & Franklin, Under review) (Appendix 
19). The topic guide facilitated semi-structured interviews without fixed 
sequencing or wording and using non-directed open questions where possible, 
but allowing for scaffolding where required, including binary choice alternatives 
and yes/no questions. Scaffolding also included providing examples of what 
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other PWA had said in early interviews and in PPI meetings (Berg, Askim, 
Balandin, Armstrong, & Rise, 2016; Pound, 2013). We also used strategies 
suggested by PPI contributors to ensure that significant others did not “speak for” 
participants with aphasia (Dalemans et al., 2009). Interviews were audio and 
video recorded. The PPI contributors also suggested “participative” aphasia-
friendly options for member-checking interview data (Doyle, 2007) (Appendix 
17). 
7.3.6 Participants 
We interviewed 14 PWA (6 women, 8 men) and 4 spouses as a source of 
communication support. PWA were 33-62 years old and 14 months - 14years 
post stroke onset; six had severe aphasia including 3 with a severe receptive 
aphasia (table 7, chapter 5). Eight participants had children at the time of stroke, 
including one who experienced stroke shortly after the birth of her baby and 4 
single parents. Two more participants had adult children at the time of stroke. 
7.3.7 Data processing and analysis 
The first author transcribed and imported data to NVivo11 for reflexive thematic 
analysis (Braun & Clarke, 2006, 2019; Clarke & Braun, 2015; Terry, 2015). First, 
transcripts were read in detail and initial observations and insights were noted. 
Second, initial coding involved a flexible deductive process, applying 87 codes 
created earlier (Fletcher, 2017; Manning et al., 2019) (Appendix 20) or 
inductively creating new ones. Third, seven preliminary themes were developed 
through axial coding and presented to the PPI group for further interpretation 
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(Appendix 21). Fourth, data and coding within themes were analysed and inter-
relationships between themes were visualised. Fifth, themes were named and 
defined. Finally, a written summary of the analysis grounded in participant data 
was constructed (Clarke & Braun, 2015). 7 
7.3.8 Techniques to enhance trustworthiness 
The first author met the second and final authors after coding 4 transcripts to 
discuss analytical method; and with the final author throughout analysis for in-
depth interrogation of the analytical insights. Together with PPI contributors, this 
collaborative approach helped provide “a richer more nuanced reading of the data” 
(Braun & Clarke, 2019) (p.594). A detailed, reflexive audit trail was maintained.  
7.4 Results 
We generated three major themes (social support and participation, adapting to 
aphasia and stroke care) relevant for LWA (figure 8, chapter 5). This paper 
focuses on the relevance of social participation for LWA which spanned five 
themes: Relationships and roles; Social support; Peer network; Aphasia 
awareness; and Employment and training (figure 11). Each participant with 
aphasia was assigned a random identifier from P01-P14 (corresponding spouses 
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Figure 11 Five themes about social support and participation for LWA  
 
 
7.4.1 Relationships and roles 
This theme describes the importance of relationships and relationship roles in 
terms of LWA. 
7.4.1.1 Accepted by others 
Participants described how family and friends did not treat them differently and 
were supportive conversation partners, often without formal aphasia information 
or training. 
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S07 [friend’s name] could have a laugh and a craic and a joke and she could 
understand her from before she had it…she’s seeing [P07’s name], the 
person that was before 
P07 Yeah 
 
P10 They are great about my aphasia … They don't ask about it until I bring 
it up. 
Others were less understanding, as illustrated by P02, who lived alone. 
P02 I’d say if I said to my sister now “do you know what aphasia is?” she’d 
say, “what’s that?” …She’d say to me “what the hell” “talk up” or 
something. 
7.4.1.2 Loss of relationships and social roles 
Most PWA experienced relationship changes. P07 experienced role changes in 
her family and community: 
S07 She was a leader here in the house... for her family … they used to look 
up to her and now it's the other way around … 
P07 Sad. 
When P10’s friends withdrew contact, she felt compelled to draw a line under 
these relationships.  
P10 I hated being ghosted … you sent a group text…and you don't get any 
response … there was a girl … she was like, "oh, we'll, meet up "... And 
you have gone making arrangements and then she never even answers.  
Not all PWA had lost friendships:  
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P13 I know some people have lost people where I haven't - I've everybody 
- family and different groups.  
7.4.1.3 Parenting changes and role reversal 
Some participants experienced changes to parenting, role reversal and reduced 
ability to converse with their children. 
P07 [S07’s name], ok, yeah but one on one ok but [daughter’s name] ok - 
school - home - homework - [S07’s name] always (slightly pointing to him) 
- myself (pointing to self) always … 
S07 … [daughter’s name] is confiding in me now. 
P07 Thank you (annoyed, upset). 
S07 … Whereas before… she used to go to her mother… she feels she 
can't ask her mother all that kind of stuff...That's hard. 
P07 Yeah (crying). 
S07 And it's a kind of role reversal. Before she used to be telling 
[daughter’s name] what to do and now she's telling her mother what to do. 
Because her mother doesn't understand sometimes… 
I Ok, so there's a lot of change there. 
P07 Yeah. 
Some had to reassert their position as parent and reassure their children. 
P11 I said (knocks on table) "I am the mother here. The boss, the mother… 
if you don't like it, tough!... if I can't get it out…you tell me…I'll watch 
what you doing"... I think they were frightened… Like “if I say something 
my mother will get… worse” …I was always crying. 
7.4.1.4 New relationships 
Many PWA had developed new friendships. Some met new friends through third-
sector support organisations. 
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I Are your friends the friends you had since before your stroke?  
P12 No.  
I Are they new friends?  
P12 New, new, new.  
I … And is it a good thing to have friends who also have stroke and aphasia?  
P12 Yes, yes.  
I And is it less embarrassing when you have the same thing?  
P12 All the time! (stresses voice for emphasis).  
Not all participants with aphasia were interested in developing new friendships:  
P02 I don’t know about “make friends” … I wouldn’t be into that. 
P10 and P13 were in new romantic relationships. P11 had dated post-stroke, but 
her experiences had been largely unsuccessful.  
7.4.2 Social support 
This theme describes social support and participants’ mixed feelings about 
support. 
7.4.2.1 Practical support and encouragement 
Family and friends were a source of encouragement and practical support (e.g. 
with transport, shopping), which helped participation, autonomy and confidence. 
S06 I taught him the basics… what to do on the bus, where to go … where 
the shops are…. the money part of it.  
 
P10 My boyfriend … really did push me because it isn’t that he’s trying to 
help me and stuff like that, it’s that “I can do this”. 
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7.4.2.2 Mixed feelings about support 
Some PWA expressed frustration at loss of autonomy and dependence on others. 
P12, a single parent of a young child, felt usurped by her live-in caregiver:  
I. And overall, like has it been a positive thing having [Caregiver’s name] 
living with you…Or a mix?... 
P12 A mix, a mix… 
I So …there are good bits, but that you feel a lot more negative about this 
at the moment? 
P12 Yes. 
I OK. So, the negative bits. It's mainly around [Child’s name], is that 
right? 
P12 [Child’s name]. 
7.4.3 Peer network 
This theme describes participant perspectives on being part of a post-stroke peer 
network. 
7.4.3.1 Somewhere to go is most important 
For many participants, third-sector support organisations provided ‘a base’, 
somewhere to go and to meet others and to develop structure and routine, 
particularly important after job loss. This is illustrated by P06, who valued full-
time employment prior to his stroke. 
P06 I have to say now - it's somewhere to go is most important… That it 
kills a few hours in the daytime. And I'm not sitting around the house.  
Participants had variable access to groups and training courses for people with 
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brain injury and/or communication impairment. When available, these included 
Speech and Language Therapist-led communication groups (either aphasia-
specific or for people with communication impairment more generally), stroke 
support clubs in the community and third-sector support organisations for people 
with brain injury. They provided opportunities to meet others, form a peer 
network, learn new skills, practice communication, chat about mutual 
experiences and begin to make sense of and to process feelings. Some preferred 
smaller aphasia/communication focused groups. 
P04 If we come to the bigger group, it puts us under pressure to contribute. 
 
S03 The bigger meeting … the partners go … I don't think he enjoys them 
because … the partners will just talk, talk, talk or whatever and the other 
people don't get a look in. 
P03 Oh yeah! (laughing). 
The content and programming of groups and courses didn’t appeal to everyone, 
including P11 and P02, both of whom lived alone and were not working at the 
time of interview. 
P11 I was doing art and wool… I said, nice… really good, but it's not my 
thing. 
 
P02 I used to go to that before but I couldn’t wear it at all… they’d say “oh 
you’re doing computers” … but after the third or fourth week… she was 
talking jargon to me… so I packed it in. 
7.4.3.2 Others in the same boat 
Most had opportunities to meet others with aphasia, stroke and/or brain injury 
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through Speech and Language Therapists and third-sector support organisations. 
Many described mutual understanding, peer support, relative ease of 
communication and information-sharing.  
P04 There's all sorts of people and they have all sorts of symptoms. But 
they are in the same boat… there is nothing that can't be talked about… you 
talk to people that know what you're talking about… 
 
P06 We talk about how we all think after we've been sick…if someone talks 
about something, we all know the same feeling. 
PWA did not always bond over shared experiences and meeting others in the 
same boat was not universally important.  
P02 No. There was people there I’d talk to alright, but you’d want to avoid 
them (laughs) 
P11 described feeling irritated by others with acquired brain injury attending the 
third-sector support organisation. 
P11 they're get on my nerves … I'm not able for it when they're kinda tired 
they get annoyed - "this is my chair!" (angry voice) "this is your chair" …it's 
like creche! (laughs) 
P03 felt that other members of his communication group tended to dominate the 
conversation. 
P03 It's shut up! Shut up! (laughs, gestures) … I don't talk, I don't 
talk…shut up…keep it to yourself …they'd fucking be non-stop. I say 
"fucking eejits - Are these for real”  
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7.4.3.3 Meeting other aphasia families 
Some highlighted opportunities for family members to meet others for peer 
support, advice and information. 
S01 Yeah. I go to…carers pamper nights and it’s nice and social. … it’s 
nice to be mingling with people in the same boat cos they understand. 
 
S07 I’ve been to Headway [national registered charity organisation] … it 
was the family members who were allowed go …one woman put it 
perfectly. She was roaring crying. She said she'd love to be able to just put 
your hand into their head and take out that problem…there's no magic wand 
that you can wave to get it back. 
7.4.3.4 Opportunities to contribute, participate 
Participants described how Speech and Language Therapists and third-sector 
support organisations created opportunities for PWA to contribute and participate 
in the community including facilitating aphasia groups, communication training, 
aphasia training for SLT students and healthcare professionals, conversational 
partner schemes and research participation. This included P08, who had resumed 
full-time employment at the time of interview, and P03, who had taken early 
retirement. 
P08 When I was in Headway, they invited me in to [University name] to 
speak to a class of speech and language students…I talked away about my 
experiences. They were able to see where I was struggling to find my words 
… I really enjoyed it… it's a very easy topic for me to talk about, so. 
 
S03 That programme {Hear Me! A communication awareness training 
programme for coffee shop and restaurant workers (Carroll et al., 2018)} 
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… they're taking them out to restaurants and to be able to order … 
everyday things like what people need to be doing. 
Participants felt able to support and advise others. 
S07 But the older you get with it and as you get a little bit better you see 
these things coming in …I don’t know why I didn’t put a diary together… 
So that you could write a book…you could help another person, another 
family…You know, you feel like an expert yourself …cos you’ve gone 
through so much that you can share that with others. 
P07 Yeah 
At the same time, S07 pulled back from contributing at family support meetings. 
S07 Headway often asked me would I come in…I found it so hard at the 
start… I’d be so emotional. 
7.4.3.5 Aphasia activism and politics 
Some drew on prior life experience to support and advocate for others. P09 and 
P13 were politically motivated to improve the nature of stroke and aphasia 
supports. P09 joked about the possibility of being viewed as a troublemaker 
having formally complained about his experience of acute care and lobbying for 
a replacement stroke nurse in his local hospital.  
P09 they probably have a black mark across my name…the dedicated 
stroke nurse…subsequently left… And they never replaced…They have 
now appointed somebody on a temporary basis because of the fact that we 
contacted everyone that we could contact. 
P09 wanted stroke funding to be separated from cardiovascular health. 
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P09 the need to identify stroke separately… and not have it in the basket of 
other cardiovascular, which it has been. It has been kind of the poor relation 
… from a funding viewpoint … only a percentage of that goes to stroke  
P09 was heavily involved in organising an aphasia conference with his local 
Speech and Language Therapist-led aphasia group. He felt that this conference, 
which had been attended by a government minister, had given a united voice and 
information to people with more severe aphasia in his aphasia group.  
P09 it has given the opportunity for us to be able to advocate and to be able 
to think outside the box…to be able to organise this conference … other 
aphasia sufferers who don't have a voice, you know, have the same voice 
as we have.  
P13 supported local Speech and Language Therapists in facilitating aphasia 
conversation groups and facilitated discussions between PWA and families as 
she was able to see both sides. She was also involved in raising aphasia awareness 
in the community and politically.  
P13 I can bring them out … I'll come in with ideas… I'll get them to talk in 
a little bit [facilitating conversation groups] … so again we did a brochure 
that was on the screen [at a national stroke conference] … then people asked 
me questions… But there is a reason … I never heard the word "aphasia" 
before this, even though you'd know "stroke" - would be the name or the 
word but not "Aphasia" or what's gonna happen… And I just don't think 
there is anything out there for that. …we went to the Dáil (Irish house of 
government) …And we've gone and talked to the TD's (Teachtaí Dála, Irish 
parliament members) in way to try and do that. … so, there is a little bit but 
it's not enough… 
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7.4.4. Aphasia awareness 
This theme references participants’ perspectives towards the need for increased 
aphasia-awareness in the community and their involvement in awareness-raising 
activities. 
7.4.4.1 Aphasia awareness important 
Many participants wanted better aphasia-awareness in the community, which 
they linked with improved communicative access to commercial and public 
services. Some were involved in delivering communication training to service 
industry providers. 
P09 Some people… could be quite like dismissive…hurried… get 
annoyed…that you weren't coming out with the answer … I found that, and 
I think that all aphasia sufferers have … if I'm stuck for something … And 
I'm at a counter … I can still see it in people's faces like that (tuts) …"come 
on! come on!". What's wrong with you…will you tell me what you want?!"  
… there is a whole need for aphasia awareness as much as there is about 
stroke … And I think there's a program that could be rolled out if it got 
support… aphasia awareness training - for people who are dealing with the 
public … the bus drivers …that they know what they're dealing with. 
7.4.4.2 Awareness not always important 
Many participants, with mild and more severe aphasia, relayed how aphasia did 
not get in the way of accessing public / commercial services.  
I How's the reaction of people like the bus driver or people on the bus? 
P12…Em. Chatting. 
I And what about in the shops… 
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P12 Good… Very good! …Space.  
 
I going about your business, going into the shops … you don't feel that your 
aphasia gets in the way? 
P14 No! 
P05 pointed out that you encounter friendly and unfriendly people regardless of 
whether you have aphasia or not. 
P05 Some of them are grand, some of them aren't. But then if you meet 
people like that anyway, some people are great, some are - (laughs)…  
7.4.5. Employment and training 
This theme describes perspectives towards employment issues. 
7.4.5.1 End of job and occupation 
Most PWA spoke about employment, which had been negatively affected for 
most participants. Although 13 participants had been in employment at the time 
of stroke, only two were working at the time of interview. P08 had returned to 
his previous position and P10 was now working in a voluntary role. Most 
participants had experience job losses since having their stroke, including both 
voluntary and involuntary redundancy and early retirement. Some had attempted 
unsuccessfully to return to work before deciding to retire. In making this decision, 
P09 sought advice from others including his manager, GP and Occupational 
Health. Though ultimately the right decision, it was tinged with sadness for P09 
and P13.  
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P13 I'm glad … if this didn't happen, I'd still be there because I'd have to 
be for the boys… I couldn't have left … I got my full pension when I was 
47 …it was great for me, but I had a day of crying. 
Job loss often impacted negatively on well-being, identity, autonomy, financial 
security and freedom and opportunity to socialise, as illustrated in the excerpts 
below with participants who had been in full-time employment prior to stroke. 
P05 I wouldn't give a damn if I wasn't getting paid either any more at all 
…It was just a craic about it … I used to love going into that thing… full 
on…and then you have nothing (gestures to other side). 
 
P06 I was always used to that, I was always used to working…I wanted to 
go back to work after 2 or 3 days. 
 
P10 So I was after spending five, six years in college. And I was just out 
… I finished in the June. I had my stroke in October…On 50 grand a 
year…it is quite cruel…I didn't leave. I was let go. 
7.4.5.2 Return to work - levers and barriers 
Perceived barriers in the workplace included a lack of occupational support and 
equipment and the impact of stress and fatigue. P08 described how he had been 
facilitated to return to work through the support of his employer, who had 
maintained open communication throughout his recovery and provided P08 with 
a flexible, phased return to full-time working and opportunities to work to his 
strengths. 
P08 Well he gives me an awful lot of slack. And if I get stressed or if there's 
anything that's likely to stress me, he said "listen, there's plenty of other 
people working here. Pass it on.  
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A lack of flexibility and aphasia awareness reportedly forced P05 out of his 
much-loved full-time vocation. He described what he felt would have helped. 
P05 Somebody in human resources should have sat down and said …you're 
good at this, you're good at that… you're not doing that …but it just was 
you're (unintelligible, pointing to one side) or you're not (pointing to the 
other). That was it. 
I And how do you think that their understanding of aphasia was? 
P05 They haven't a clue! 
7.4.5.3 Volunteering and working without pay 
Several PWA were involved in voluntary activities. P10, who had been employed 
in a full-time, high salaried role prior to stroke, found it difficult to gain 
employment. She described voluntary roles which did not allow her to use her 
skillset and provided no opportunity for progression or promotion. This affected 
her confidence and self-esteem.  
P10 It was a shop assistant? I could do it in my fucking sleep…I had a 
degree in this role. And I couldn't get up any higher. Because there was no 
promotion…it's like a locals shop…I would have done anything. Cos I 
could go and work in a job. I would have done absolutely anything to work. 
In her current managerial role, she was using her skills and training, but was not 
salaried: P10 Yeah. I'm able to use all my skills. But I amn't getting paid. That's! 
7.4.5.4 New opportunities for meaningful occupation 
Many participants hoped or planned to return to work in future, including P12, 
who had not worked since before her stroke. 
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P12 Work. Job… New job. Em. Headway! 
I …So are you working towards that in Headway? 
P12 Yes… 
I Why? What's important about that? 
P12 Head…Positive…Mental. Em. Goals… Drive…Ambitions! 
…Career!...Money. 
Several re-purposed professional skills to explore new opportunities for 
employment and/or meaningful and fulfilling occupation (both voluntary and 
remunerated positions). 
P04 I have that HGV licence… it's another source of income… I have a 
couple of options that are viable. 
 
P09 unfortunately I had to retire after the stroke. But I've always been very 
active in community. So, I've retained that interest…without the kind of 
activism, life would be very difficult … it gives me a focus and 
…something to do. 
P13, who took voluntary redundancy, described how using her skillsets to benefit 
others was stimulating and satisfying. She was less interested in altruism outside 
her area of expertise. 
P13 I was a union person… So, I was used to that… if I was looking after 
old people or something … I wouldn't have been that type of person, 
whereas the other - that's not hard for me…And it's not boring. 
7.4.5.5 Education and training  
Some participants accessed (or planned) vocational training and further 
education. P04 linked his vocational training instructor’s support with his success. 
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P04 He was very encouraging…I called [instructor name] and I told him 
"Look I don't think that I am prepared for this" but he was very encouraging.  
7.5 Discussion 
We interviewed working aged PWA, including those with severe aphasia, to 
explore what supports LWA. This paper focuses on findings relating to social 
participation and its relevance for LWA. The findings add to a small body of 
literature examining social participation issues for working aged PWA 
(Dalemans et al., 2008; Graham et al., 2011; Pound, 2013) and demonstrate how 
meaningful, interesting social participation for LWA is necessarily individually 
defined. Working aged PWA may require flexible support with parenting, 
accessing a diverse social network and finding opportunities for meaningful 
social connection, training and employment. Findings are discussed in relation to 
the existing literature under four headings. 
7.5.1 Working aged PWA must be meaningfully involved in setting 
the agenda for aphasia research, policy and service design 
PWA of working age live for many years with specific consequences on 
employment, finances and relationships (Dalemans et al., 2008; Graham et al., 
2011; Manning et al., 2019; Pound, 2013).  Although communication difficulties 
give PWA particular challenges, our findings mirror research by Hammel et al. 
exploring the perspectives of people with diverse disabilities towards 
participation reporting “no gold standard for ideal of optimal participation” 
(Hammel et al., 2008) (p.1445). In our study working aged individuals described 
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diverse experiences of social participation in the context of aphasia and their 
varied, often opposing preferences and needs around most aspects of social 
participation including employment, relationships, social support, aphasia 
awareness and peer networks. This resonates with recommendations of Hammel 
et al. that people must “be free to define and pursue participation on their own 
terms rather than meeting predetermined societal norms” (Hammel et al., 2008) 
(p.1445).  
The findings add to a general lack of description of the actions and 
perspectives of aphasia activists in the research literature by illustrating the 
considerable involvement of some working aged participants in ‘grassroots’ 
community activism and political lobbying. Future research should be conducted 
in partnership with activists in the aphasia community to explore ideas for a 
united aphasia voice, potential support needs and to meaningfully include their 
voice in guiding the aphasia agenda. 
7.5.2 Working aged parents with aphasia may have unique 
support needs 
The findings add to a small body of research examining the consequences of 
aphasia on parenting and children (Fotiadou, Northcott, Chatzidaki, & Hilari, 
2014; Parr, 2001), and are complemented by our earlier paper documenting both 
the psychosocial impacts on spouses and children, and how parenting 
responsibilities can motivate some working aged PWA in their recovery 
(Manning et al., Under review). The data illustrate numerous parenting role 
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changes including changed communication with children, role reversal due to 
children taking on additional household and caring duties, and some participants 
having to reassert their authority as parent. These resonate with previous 
descriptions of problems surfacing many years post-stroke as children approach 
adolescence (Parr, 2001), changes to the distribution of parenting duties and 
decisions between PWA and partners (Dalemans, de Witte, Wade, & van den 
Heuvel, 2010; Le Dorze, Salois-Bellerose, Alepins, Croteau, & Hallé, 2014), 
reduced ability to do things with children (Fotiadou et al., 2014), concerns over 
maintaining custody (Brown, Worrall, Davidson, & Howe, 2010), and children 
rejecting the parent with aphasia (Parr, 2001). The findings highlight a need for 
further research examining the impact on parenting with aphasia and the support 
needs of younger parents with aphasia. 
7.5.3 Working aged PWA need opportunities for paid employment 
that allows for meaningful contribution and progression 
Most participants discussed employment and financial issues, and most had 
experienced voluntary or involuntary redundancy. Parr previously highlighted 
how the impact of aphasia on participation is inter-connected with finances and 
employment (Parr, 2001). We found there were contrasting experiences of 
participants who were no longer working. For some, unemployment and reduced 
income severely restricted social participation; whereas, for others, voluntary 
redundancy and early retirement did not impact as severely on income and 
therefore created additional leisure time and opportunity for exploring new, 
meaningful occupation.  
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Some participants valued voluntary employment opportunities to 
contribute and to re-purpose and use skills and expertise, particularly when they 
had lost their previous meaningful, stimulating vocation. Two PWA were using 
their extensive skills in mediation and community activism to benefit others, raise 
awareness and lobby for better support. While the potential negative effects of 
volunteering have been described previously (Pearl, Sage, & Young, 2011) (e.g., 
fatigue, stress and frustration), our findings elucidate a further issue: lack of 
remuneration and/or opportunity for progression can impact negatively on the 
confidence and wellbeing of some working aged PWA. There is a need for better 
support and opportunities for interested PWA to secure employment in paid 
positions, reflective of their pre-morbid skills and experiences, for example 
through the development of appropriate guidelines and joint working between 
Speech and Language Therapists, voluntary brain injury organisations and return 
to work agencies.  
7.5.4 The aphasia community / peer network does not suit all 
working aged PWA 
The data extend knowledge of the diverse, often opposing experiences and 
preferences of individual working aged participants. Previous literature has 
perhaps not emphasised enough the huge differences in the degree to which PWA 
want to be involved in the aphasia world. Though some working aged PWA 
greatly enjoyed various aphasia / stroke groups and training courses, these did 
not interest everybody. This resonates with earlier qualitative studies in which 
some PWA preferred non-aphasia specific and/or community-based interest 
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groups (Armstrong, Hersh, Hayward, & Fraser, 2015; Bright, Kayes, McCann, 
& McPherson, 2013; Dalemans et al., 2010). The findings thus support prior 
recommendations for wider access to general interest, non-disability specific 
groups (Rotherham, Howe, & Tillard, 2015), but also call for wider access to 
training courses that better reflect personal and professional interests. This could 
be achieved, for example, by identifying various evening or adult education 
courses as aphasia friendly. Further research is necessary to examine how to 
overcome further education barriers for PWA, including a lack of access to 
appropriate learning support as previously identified (Bruce, Parker, & Renfrew, 
2006). 
Further, previous literature has not highlighted enough the extent to 
which meaningful social participation for some working aged PWA requires 
individuals to have communicative access to a wide and flexible network of 
people. A number of qualitative studies with PWA have described how 
participation and LWA are supported by skilled and supportive conversation 
partners (Dalemans et al., 2010; Howe, Worrall, & Hickson, 2008; Le Dorze et 
al., 2014; Mc Menamin et al., 2015a; Niemi & Johansson, 2013; Pearl et al., 
2011), and there is evidence that communication partner training (CPT) is 
effective (Simmons-Mackie, Raymer, & Cherney, 2016). However, CPT, 
commonly delivered to dyads or small groups, may not be feasible or sufficiently 
responsive to the needs of young PWA. Some young PWA believe that CPT 
might not be acceptable to, or appropriate for all family members, and may 
inadvertently increase peer stigma and rejection (Manning, Mac Farlane, Hickey, 
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Galvin, & Franklin, In press). In the context of working aged PWA, we need to 
examine how to better support flexible, lifelong social access, acceptance and 
participation in ‘real-world’ settings. This is salient considering data highlighting 
how friendship loss might occur subtly over time through “ghosting” in a 
WhatsApp group. We need further research examining how to better support 
younger PWA in navigating a range of different communication formats with 
friends (e.g., social media and other emerging platforms) including, but not 
limited to, targeted CPT, supporting PWA to self-manage communication needs 
(Wray & Clarke, 2017), and social media training. 
7.5.5 Methodological critique and limitations 
Potential limitations included recruiting via Speech and Language Therapists and 
third-sector support organisations which made it less likely to interview PWA 
not in receipt of support or with negative experiences of these organisations. 
Additionally, multiple short interviews with PWA may be more productive than 
a single one to mitigate the impact of fatigue (participant and researcher) and to 
enable the research to review recordings and to identify areas for further 
expansion at subsequent interviews (Carlsson et al., 2007). Maximising variation 
according to time post-onset increases likelihood of hearing the views of people 
at different stages of recovery but might limit the reliability of participant reports 
regarding earlier post-stroke experiences.  
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7.5.6 Strengths and clinical implications 
This study makes a unique contribution by extending our understanding of how 
best to promote meaningful social participation and personally defined recovery 
and living well for working aged adults living with post-stroke aphasia. The 
findings are generated using a rigorous research design and in collaboration 
with the PPI aphasia advisory group.  
The findings underscore how social support and individually defined 
social participation are critical for working aged adults to live well with aphasia. 
It is crucial that support for PWA is extended to the support networks of PWA, 
and that social participation outcomes at all stages of recovery are explicitly 
targeted as part of health policy and stroke and SLT practice. Such support must 
be designed and evaluated in collaboration with working aged PWA in order to 
better meet the diverse and unique needs of a younger population in the context 
of living a longer number of years with stroke. Support needs may include, for 
example, support with parenting, employment, training and education in the 
context of aphasia, and self-management support to access a wide and diverse 
social network, including via digital technology. 
7.6 Conclusion  
We interviewed working aged PWA, including those with severe aphasia, to 
explore what has or would help them to live well. This paper focuses on the 
relevance of social support and participation for working aged individuals to 
LWA. Meaningful participation was individually defined. Working aged PWA 
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must be meaningfully involved at all stages from the outset of intervention 
development. Participation was promoted by opportunities for social connection, 
employment, contribution and progression. Working aged PWA need support to 
secure employment that offers opportunity for meaningful contribution, 
progression and remuneration. Finally, working aged adults have a wide, diverse 
social network and we need to better understand how to support social 
participation in this context, including via individualised self-management 
support. 
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Chapter 8 Integration and Discussion 
8.1 Introduction 
The aim of this study was to conduct a mixed methodology examination of how 
best to support working aged adults in Ireland to live well with aphasia after 
stroke. The research objectives were to understand what supports living well with 
aphasia through the conduct of a systematic review and qualitative evidence 
synthesis, collaboration with a PPI aphasia advisory group and qualitative 
interviews with working aged PWA; and to examine current support for living 
well with aphasia in Ireland through a cross-sectional survey of Speech and 
Language Therapists involved in aphasia care in Ireland. The final objective was 
to integrate empirical data from multiple sources and methods (namely the survey 
and interview study findings) to identify how to optimise support for working 
aged adults in Ireland to live well with aphasia after stroke. 
The findings from each of the systematic review, survey and interview 
studies have been discussed individually in Chapters 3-7. A summary of these 
findings is presented in 8.2. The findings of the interview and survey studies are 
integrated in 8.3 to produce combined recommendations for optimising support 
for LWA for working aged individuals with aphasia after stroke in Ireland. These 
are discussed with reference to relevant literature and ideas for future research 
are provided. An outline of implications for future implementation is in 8.4. In 
8.5 the PhD is methodologically critiqued, and its unique contribution and impact 
are described. The minor impacts on the research due to Covid-19 are reported.  
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8.2 Summary of findings 
In paper 1 (Chapter 3), the perspectives of over 350 PWA across 31 articles 
towards topics relating to LWA were systematically identified (using 
underpinning concepts of living successfully and personal recovery to widen the 
scope of LWA) and thematically synthesised to generate 5 analytical themes 
around promoting LWA. These reinforce how aphasia occurs in the context of, 
and impacts upon, a wider social network of people, who both provide and need, 
support. LWA is promoted through access to a flexible, responsive, life-relevant 
range of services (and collaborative interactions with aphasia-aware HCWs) and 
aphasia information in the long-term post-stroke. PWA want to make a positive 
contribution to society; their social participation is facilitated by enabling 
environments and opportunities. These findings illustrated the importance of 
considering wider attitudinal and structural influences on living well for this 
population. The review process also evidenced shortcomings in the quality of the 
existing evidence base to be addressed in subsequent studies in this PhD research 
including a need for meaningful inclusion of PWA in research and service 
development initiatives, and a relative under-representation of people with more 
severe aphasia. Additionally, there was a need for further research that had a 
primary objective to ask PWA specifically about LWA and to extend our 
understanding around the support needs of working aged adults, whom may have 
unique needs in terms of participation, employment, parenting and living a longer 
number of years with the consequences of stroke. 
 
294 | P a g e  
 
Paper 2 (chapter 4) describes a self-administered, web-based cross-
sectional survey of 95 Speech and Language Therapists working with PWA in 
Ireland profiling the range and availability of stroke care to support LWA in 
Ireland. The questionnaire was underpinned by paper 1 and was developed with 
input from the PPI contributors. The findings documented shortcomings and 
inconsistencies in access to SLT, mental health support, support for families, 
aphasia information / training for PWA, families and friends and other HCWs. 
There is a clear need for a coordinated and standardised approach to supporting 
PWA across Ireland and for increased PWA involvement in service design and 
evaluation.  
In study 3, 14 working aged PWA, including 7 with severe aphasia, took 
part in accessible semi-structured in-depth qualitative interviews, designed with 
input from PPI collaborators and informed by the findings of study 1. Participants 
were asked about: information about aphasia and services; support for and from 
family and friends; education for healthcare professionals; access to services; 
accepting aphasia; effects of aphasia; doing things; and public attitudes.  The 
interviews generated rich data relating to the relevance of stroke care, adapting 
to aphasia and social participation for LWA. These are reported separately in 
chapters 5-7, respectively.  
The findings illustrated how all aspects of stroke care were affected and 
challenged by aphasia. Access to services and information was apparently 
variable, as was perceived aphasia awareness amongst HCWs. PWA of working 
age, their families and children need access to person-centred stroke care and 
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information responsive to their changing needs at all stages of recovery. The 
findings highlighted how adapting to aphasia involved working through 
significant negative emotional upheaval, developing positivity, confidence and 
grit to begin to re-engage in life. The significant upheaval experienced by spouses 
and children was also described. These findings have implications for developing 
self-management and psychological interventions that can optimise the lives of 
working aged PWA. The findings add to the literature by critically engaging with 
prior theory to re-conceptualise LWA as involving multiple interacting 
individual, environmental, social and structural factors. Thus promoting 
personally-meaningfully LWA for working aged PWA (within or without the 
formal healthcare system) necessitates a multi-level approach, tackling structural 
inequities in the organisation, delivery and evaluation of stroke care; information 
and community support via structural health system changes; attitudinal and 
societal barriers to supporting social participation, contribution and occupation; 
and systematic exclusion of PWA in research, policy and service delivery 
initiatives. Finally, the findings extend knowledge of the individually defined 
nature of meaningful social participation for working aged PWA, who need 
flexible support with parenting, accessing a diverse social network and training 
and employment. For aphasia research, policy and services to be relevant, it is 
crucial that working aged PWA are meaningfully involved in setting the aphasia 
agenda. 
8.3 Integration of findings 
The aim of this integration was to conduct a mixed methodology analysis of how 
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to optimise support for working aged individuals to live well with aphasia after 
stroke in Ireland.  The objectives were to: 
— Compare perspectives of working aged PWA towards what supports them 
to LWA with Speech and Language Therapist survey data relating to 
stroke care available to support LWA in Ireland. 
— To identify how best to optimise support for LWA. 
The findings of quantitative survey data (Paper 2, Chapter 4) and 
qualitative interview data (Chapters 5-7) were integrated according to the 
approach outlined in Chapter 2 and Appendix 22. The qualitative evidence 
synthesis (Paper 1) was not included in the triangulation because both survey and 
interview studies were designed using the findings of this qualitative evidence 
synthesis. In-keeping with the over-arching aim of the thesis, the following 
questions were used to integrate the interview and survey findings: What 
supports LWA? What are barriers to LWA? What are recommendations for 
optimising support for LWA? 
As explained in Chapter 2, section 2.4 the findings from Chapters 4 and 
5-7 were separately extracted and analysed, and then content across both sets of 
findings were combined in a single Excel worksheet and examined for agreement 
(A), partial agreement (PA), dissonance (D) and silence (S) across the datasets 
(Appendix 22). At this point, overall convergence was summarised, and thematic 
content was compared to identify key differences in scope and coverage 
(Appendix 22).  As expected, the survey findings were silent on experiences of 
using stroke services, the importance of relationships and social support for 
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LWA, the experience of ending employment and/or returning to work, and the 
emotional impact of aphasia, and the interview findings were silent on 
characteristics of SLT service and caseload. All other thematic elements were 
coded as being in Partial Agreement across both sets of findings. This reflected 
how survey and interview thematic content were generally complementary but 
differed in scope, content or prominence. The triangulated implications for 
supporting working aged PWA to LWA are summarised below and compared 
with relevant literature. They are presented under two overarching 
recommendations relating to equitable access to care (8.3.1) and social 
participation (8.3.2). Areas for future research are also identified. 
8.3.1 Equitable and transparent access to a responsive, person-centred 
pathway for LWA that is free at the point of care 
The integration highlights an urgent need for structural reforms that improve 
equity and transparency in access to aphasia care, information and self-
management support for working aged PWA and their families. Working aged 
PWA must have access to a responsive, integrated, person-centred pathway of 
care across all settings from pre-acute to community, and throughout all stages 
of personally defined recovery. The key recommendations are outlined below. 
 
8.3.1.1 Effective data management to address shortcomings in aphasia care 
It was sometimes unclear why some participants had not been ‘linked in’ with 
any support on discharge from hospital. Currently, data relating to acute stroke 
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patients is collected by coordinators in each hospital in Ireland via the Irish 
National Audit of Stroke (INAS, formerly National Stroke Register) as part of 
the HSE National Clinical Programme for Stroke (NCPS) and under the remit of 
the National Office of Clinical Audit (NOCA). These data are used to inform 
service development and quality improvement initiatives and report on various 
National Key Performance Indicators annually. However, data relating to post-
acute care are not captured and maintained. There is a need for improved data 
collection in terms of aphasia status post-stroke, access to (and reasons for a lack 
of access to) Stroke Units, ESD, rehabilitation and onward referral for support in 
the community, including SLT and mental healthcare, for each individual with 
aphasia.   
It is recommended that INAS is extended to incorporate a parallel post-
acute audit, similar to the Post-Acute Sentinel Stroke National Audit Programme 
(SSNAP) commenced in the UK in 2015 (Royal College of Physicians & Sentinel 
Stroke National Audit Programme (SSNAP), 2015).  The Post-Acute SSNAP 
collects comprehensive data relating to the availability of and access to support 
across the continuum of post-acute care including inpatient and outpatient 
services, domiciliary services (including ESD, Community Rehabilitation 
Teams), single disciplinary services, other post-acute providers (including family 
and caregiver support, stroke groups and voluntary organisations), and vocational 
therapy (Royal College of Physicians & Sentinel Stroke National Audit 
Programme (SSNAP), 2015). There is an additional need for national unique 
health identifiers, in line with planned Irish health reforms (Health Service 
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Executive, 2017), which would strengthen health information systems and enable 
integrated data collection, monitoring and intervention design to better address 
health inequities experienced by PWA. Establishing an effective data collection 
system is essential for addressing health inequity and social determinants of 
health relevant for LWA including reduced access to healthcare, education, 
training and employment and reduced social participation and inclusion 
(Commission on Social Determinants of Health, 2008). 
8.3.1.2 Single tier access to aphasia care 
Our findings highlighted financial barriers to accessing SLT and other support in 
the community. Reduced access to therapy and medical support in the community 
highlighted the inequity of a two-tier health service (Burke, McGettrick, Foley, 
Manikandan, & Barry, 2020) (Appendix 15) in which a minority of interview 
participants were able to pay and access therapy privately. It is essential that 
services along the pathway of care for LWA are provided free at the point of care 
in line with current plans to implement a universal single-tier health and social 
care system in Ireland (Health Service Executive (HSE), 2018). Though some 
had medical card status with free access to public therapy (when available) and 
GP services, the medical card application process was difficult to navigate and 
communicatively inaccessible. This is in keeping with previous descriptions 
(“overly bureaucratic, inaccessible and insensitive in its approach to ill people” 
(Keane, 2014)(p. 8)) and recommendations to simplify the process and provide a 
“comprehensive suite of communication and education materials to assist 
individuals and healthcare professionals” (Keane, 2014)(p.8). 
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8.3.1.3 Recognition that PWA are potentially vulnerable in healthcare settings 
The interview findings highlighted how having aphasia heightened vulnerability 
and reduced access to support in hospitals. This was linked with adverse events 
including delayed stroke diagnosis, as previously described (Hemsley, Werninck, 
& Worrall, 2013; Hersh, 2015) and HCWs interpreting communication 
impairment as challenging behaviour. Aphasia also made it harder to gain 
information, self-advocate and complain about substandard care. In order to 
ensure safe, quality stroke care, it is crucial that PWA are recognised as 
potentially vulnerable in healthcare settings. This would firstly involve early 
(documented) identification of aphasia-status at pre-acute and/or at the point of 
ED review and hospital admission, with standardised communication of aphasia-
status to all relevant HCWs at ward level (including catering team, healthcare 
attendants, porters, bed management, nursing, medical staff, etc.) and beyond to 
rehabilitation and primary care. Ideally, this would be monitored via the INAS 
as described above and again supported by the introduction of a unique health 
identifier.  
Secondly, each PWA in a hospital setting should be assigned a named 
team member, such as a Speech and Language Therapist or Stroke Nurse 
Specialist, for communication and advocacy support, and with oversight of their 
care and onward referrals across the stroke team and care settings (e.g., aphasia 
diagnosis from hospital to primary care). Support with transitions of care for 
PWA has been previously recommended (CCRE in Aphasia Rehabilitation, 
2014). This type of support was provided to some participants by the Stroke Unit 
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Nurse. However, this role would need to be formalised by the NCPS to ensure 
that the function was delivered regardless of availability of, and access to, Stroke 
Units. If this role was limited to Stroke Unit Nurses, it would exacerbate the 
inequity and vulnerability experienced by PWA who are not admitted to Stroke 
Units.  
Finally, early access to communication screening and/or Speech and 
Language Therapist support is essential to ensure early identification of aphasia 
status and access to communication and advocacy support in hospital settings. 
About 50% of hospital inpatients with stroke have reduced ability to 
communicate their healthcare needs (Hemsley et al., 2013). Inpatients with 
communication impairment (including aphasia) have a six-fold increased risk of 
experiencing a preventable adverse event in acute settings (Bartlett, Blais, 
Tamblyn, Clermont, & MacGibbon, 2008). Therefore, the Australian stroke 
guidelines and CCRE best practice statements call for prompt communication 
screening and assessment of functional communication abilities for all people 
with stroke using a valid, reliable tool, to ensure quality, safe, appropriate acute 
stroke care (CCRE in Aphasia Rehabilitation, 2014; National Stroke Foundation, 
2010). However, it is concerning that existing NCPS stroke care bundles (i.e., 
standardised checklists to support the quality and coordination of stroke care in 
ED, acute medical assessment units and stroke units) do not include screening of 
communication and/or referral to SLT for assessment of functional 
communication needs (National Clinical Programme for Stroke, 2012, 2016). 
While the Stroke Unit care bundle recommends full multidisciplinary team 
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assessment and discussion within 5 days of admission, it does not specify SLT 
input and / or communication screening (National Clinical Programme for 
Stroke, 2016). The NCPS 2017 National Guideline for Swallow Screening in 
Stroke specifies that all patients presenting with new onset of stroke must receive 
a swallow screening test within 4 hours of admission and/or stroke diagnosis 
(National Clinical Programme for Stroke, 2017). If the screen is failed, the patient 
must be immediately referred for SLT. If the patient passes the swallow screen 
and has no communication difficulties, there is no referral to SLT, however there 
is no further detail regarding a communication screening protocol. It is essential 
that the NCPS guidelines are updated in line with international best practice to 
include prompt communication screening and assessment of ability to 
communicate healthcare needs. A national guideline around acute management 
of communication impairment and post-stroke aphasia in acute settings will 
formalise early recognition of aphasia and assignment of a named team member 
to provide advocacy and communication support, and to ensure prompt referral 
to SLT regardless of dysphagia status.  
8.3.1.4 Aphasia training for HCWs working with PWA 
The triangulated findings highlight complementary perspectives on a lack of 
aphasia knowledge amongst HCWs involved in stroke and aphasia care in 
keeping with prior research (Carragher et al., 2020; O'Halloran, Lee, Rose, & 
Liamputtong, 2014; Rose, Ferguson, Power, Togher, & Worrall, 2014). It is 
essential that all HCWs involved in stroke care and others working with PWA 
are provided with enough aphasia information and training appropriate to each 
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profession / setting, to facilitate delivery of safe and quality healthcare. There is 
a need not only to increase Speech and Language Therapist training of other 
stroke professionals working with PWA, but also to examine training and 
information needs and formats for a range of healthcare settings. For example, 
the information and training needs of Stroke Unit staff might involve relatively 
in-depth supported communication techniques. However, paramedics, general 
ward and ED staff might require less detailed training. Enhanced communication 
techniques might be meaningfully included as an additional ‘layer’ to the ISBAR 
(Identify, Situation, Background, Assessment, Recommendation), already 
adopted and implemented by the Acute Medicine Programme in Ireland to 
structure communication with patients in clinical settings (Horgan, 2013).  
Conversely GPs, central to the Irish primary health care system and key 
‘gatekeepers’ to accessing secondary and specialist healthcare (Oireachtas 
Library and Research Service, 2014), might require a different level of support 
in navigating and facilitating conversations relevant to accessing appropriate care 
and support relevant to the stage of recovery. A recent study compared perception 
of disability, using a standardised questionnaire, by 25 PWA, caregivers, GPs 
and Speech and Language Therapists. The findings highlighted how GPs 
overestimate the disabilities of their patients with aphasia in terms of 
interpersonal interactions and relationships (Carlsberg et al., 2020). As Speech 
and Language Therapists did not overestimate these difficulties, the authors 
suggest the need for joint working with GPs to support medical interactions 
(Carlsberg et al., 2020). This is in line with policy objectives for inter-
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disciplinary working in Irish primary care teams (Health Service Executive, 
2017). The authors suggest that the findings call for a strengthening of the 
healthcare network and particularly collaboration between Speech and Language 
Therapists and GPs in primary care to enhance support for PWA, including for 
example through the use of tele-rehabilitation (Carlsberg et al., 2020). A range 
of pictographic booklets have been produced by the Aphasia Institute in Canada 
to facilitate conversations with Doctors about general healthcare needs, 
medications, particular co-existing conditions including Arthritis and sexual 
health (similar booklets are available to facilitate conversations with healthcare 
attendants, allied health professionals, counsellors and other professionals) 
(Aphasia Institute, 2020).  Other examples of joint working include Speech and 
Language Therapists and Social Workers delivering CPT in Australia (Rose et 
al., 2014) and combined initial assessment (focusing on life participation), also 
at the Aphasia Institute (Kagan, 2011).  
Additionally, training healthcare professionals in the use of 
communication strategies and CPT may increase access to information and 
shared decision making for PWA (Horton, Lane, & Shiggins, 2015). CPT 
approaches have been demonstrated to increase aphasia knowledge, 
communication strategies and/or confidence amongst diverse professional 
groups including nurses (Jensen et al., 2014; McKinley & O’Halloran, 2016; Van 
Rijssen, Veldkamp, Meilof, & Van Ewijk, 2018), nursing assistants (Welsh & 
Szabo, 2011), aphasia centre volunteers (Kagan, Black, Duchan, Simmons-
Mackie, & Square, 2001), allied health professionals (Cameron et al., 2019) and 
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multidisciplinary teams (Cameron et al., 2017; Heard, O’Halloran, & McKinley, 
2017; Horton et al., 2015; Isaksen & Jensen, 2018; Simmons-Mackie et al., 
2007). Such approaches have also been used successfully to improve knowledge 
and confidence in medical students (Legg, Young, & Bryer, 2005) and OT 
students (Power et al., 2020). Whilst training healthcare professionals in the use 
of supportive communication strategies has been shown to be effective, 
embedding such interventions in unique healthcare contexts requires better 
understanding of implementation science and behaviour change relating to 
aphasia management (Isaksen & Jensen, 2018; Power et al., 2020; Shrubsole, 
Worrall, & Power, 2019). From a multisite Danish study implementing CPT at 
12 hospitals, Isaksen and Jensen observed the need to develop a community of 
practice, for strong top-down managerial implementation support, and to increase 
interdisciplinary collaboration and involvement of hospital staff in developing 
the CPT materials and outcome measures (Isaksen & Jensen, 2018). They further 
identified a lack of research addressing longer-term adherence to SCA in 
hospitals and the impact of such interventions from the perspectives of PWA 
(Isaksen & Jensen, 2018). 
The feasibility of delivering face to face CPT training across healthcare 
settings has been questioned previously (Chang, Power, O'Halloran, & Foster, 
2018), as has the need for cost effective, easily accessible training addressing the 
particular needs of healthcare professionals (Power et al., 2020). A small body of 
research has examined and demonstrated the effectiveness of online / e-learning 
CPT programmes including self-directed learning for nurses (McKinley & 
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O’Halloran, 2016), mixed face to face and eLearning CPT modules  for 
rehabilitation professionals (Heard et al., 2017), real-time teleconference training 
for allied health professionals (Cameron et al., 2019), and a 45 minute 
introductory online CPT programme delivered to first year OT undergraduates 
(Power et al., 2020). The latter directly compared and demonstrated equivalent 
effectiveness of such training delivered online versus face to face (Cameron et 
al., 2019; Power et al., 2020). In an Irish context, this opens up possibilities of 
delivering online content through HSeLanD, an online learning portal operated 
by the HSE delivering a suite of eLearning clinical and related modules (Health 
Service Executive, 2020a). HSeLanD is additionally free and easily accessible 
for clinicians. These are important facilitators in increasing uptake of CPT 
training by clinicians (Chang et al., 2018). At the same time, recent research 
findings have reported challenges in implementing interdisciplinary working and 
Primary Care Teams from policy into practice in Ireland and elsewhere (O’Reilly 
et al., 2017; Tierney et al., 2016).  
In order to increase clinical relevance, cost effectiveness and adoption of 
CPT in healthcare settings, CPT will ideally support communication between 
HCWs and people with communication impairment more generally including 
people with other concomitant post-stroke communication disorders (Chang et 
al., 2018; Simmons-Mackie, Raymer, & Cherney, 2016). Indeed, there is 
preliminary evidence to suggest that adapting CPT to support people with 
additional communication disorders in health settings may be effective (Sorin-
Peters, McGilton, & Rochon, 2010), however further research in this area is 
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needed. Including expert patients living with stroke including PWA in stroke 
professional training has also been shown to increase staff understanding of 
psychological, cognitive and communication sequelae of stroke. However, 
implementing such training necessitates consideration of previously reported 
systemic and team barriers including clinical prioritisation, management attitudes 
and support, insufficient time, and staffing levels  (Read & Palmer, 2013). 
8.3.1.5 Access to information about aphasia and community support 
There was inconsistent access to information about aphasia and relevant support 
services in the community for PWA, families and friends. Some interview 
participants did not appear to understand the nature of their aphasia at the time 
of interview, highlighting either a lack of information provision and / or 
difficulties processing and retaining this information, which was echoed in the 
survey findings. Some PWA may benefit from repeated opportunities to discuss 
and refine their understanding of aphasia, as highlighted previously (Forster et 
al., 2012). Every clinical episode with SLT should present an opportunity to 
check in around informational needs: Make every contact count. Though most 
Speech and Language Therapists routinely provided aphasia information to PWA, 
this was mainly in the form of leaflets and verbal information and generally front-
ended. From the interview findings, a lack of aphasia information acted as a 
barrier to understanding the condition and being able to navigate and advocate 
for relevant support in health services and /or community settings. Furthermore, 
there was a specific lack of quality online information relevant to working aged 
PWA. This was echoed in the survey findings which highlighted a lack of access 
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(or signposting) to online self-management information in the long-term, counter 
to best practice (CCRE in Aphasia Rehabilitation, 2014).  
Additionally, there was an apparent lack of centralised information about 
stroke and aphasia care in Ireland and internationally (Code & Petheram, 2011; 
Kong & Tse, 2018; Manning, Cuskelly, Russ, & Franklin, 2020; Rose et al., 
2014). This made it more difficult for PWA and spouses to navigate, organise 
and collaborate in decisions about their care, mirroring previous findings 
(Manning, MacFarlane, Hickey, & Franklin, 2019).  
There is a need for comprehensive, aphasia-friendly information about 
aphasia, its consequences and treatment options, including accessible research 
summaries, relevant to and developed with working aged PWA, that is available 
in a range of formats, including online, accessible directly at any time, and 
signposted by HCWs involved in stroke and aphasia care. The findings call for 
enhanced access to appropriate, comprehensive, responsive aphasia information 
through a collated, maintained national database. This would include information 
about aphasia, living well with aphasia, recommendations from others living with 
aphasia, relevant stroke and aphasia care including support groups in the 
community, SLT and mental health / psychological care, at all stages of recovery.  
8.3.1.6 Stroke liaison support and advocacy in the community 
PWA (and families) need stroke liaison support and advocacy to signpost and 
access relevant care in the community including home help, keyworkers, mental 
health support, financial support and advice, and support with social participation 
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and return to work. This role should be formally integrated across acute / 
community settings to ensure that PWA are not lost to support and tracked via 
the updated INAS and unique health identifier as discussed in 8.3.1.1 above. 
Similar models using case workers have been successfully applied for older 
adults (Hughes et al., 2019) and as part of ESD programmes (Langhorne, Baylan, 
& Early Supported Discharge Trialists, 2017), and are widely used in traumatic 
brain injury (Clark-Wilson & Holloway, 2015). Stroke liaison workers have been 
defined as “provided by nursing, social work or volunteer staff working with 
patients to provide information and improve social liaison with the primary 
intention of improving mood and alleviating the emotional impact of stroke” 
(Outpatient Service Trialists, 2003) (p.3). However, it is crucial that the role 
additionally covers advocacy and informational support. There is a need for 
research examining the effectiveness (and cost-effectiveness and potential impact 
on secondary care use) of stroke liaison support in the context of aphasia and 
ability to access quality stroke care. The recently published National Strategy & 
Policy for the Provision of Neuro-Rehabilitation Services in Ireland proposes the 
introduction of additional roles including the neuro-rehabilitation case manager, 
“who engages with and assists the person in coordinating appropriate 
environmental interventions and supports so that their activity and societal 
participation are optimised. The goals of case management are to support the 
provision of quality health care along a continuum, decreasing fragmentation of 
care across many settings and enhancing the client’s quality of life… The case 
manager has a remit across the patient’s entire journey” (Health Service 
 
310 | P a g e  
 
Executive (HSE), 2019) (p. 52). Implementation of case management roles 
would have potential to fulfil the requirements of stroke liaison support for PWA 
but would require specific training around aphasia 
8.3.1.7 Flexible access to SLT at all stages of (personally defined) recovery 
SLT was typically front-ended, of sub-optimum dosage for effective therapy and 
more limited in the community, findings in keeping with international research 
(Code & Heron, 2003; Katz et al., 2000; Kong, 2011; Kong & Tse, 2018; Palmer, 
Witts, & Chater, 2018; Rose et al., 2014; Verna, Davidson, & Rose, 2009). This 
is counter to best practice recommendations for access to SLT at all stages of 
recovery (CCRE in Aphasia Rehabilitation, 2014). Where available, this was in 
the form of an open-door access policy and regular aphasia group meetings 
facilitated by Speech and Language Therapists; participants valued being able to 
contact the SLT service and self-refer for further individual support at any time. 
In fact, the knowledge that this was possible was linked with confidence and 
social participation. Other ongoing SLT support was via University clinics and 
communication group meetings at voluntary brain organisations. Previous 
research has highlighted how PWA may be ‘lost’ to SLT support at various points 
across the continuum of aphasia care for reasons including a lack of onward 
referral and transition management, as demonstrated in our findings (Worrall, 
2019). The survey findings highlighted additional reasons for why PWA were 
discharged from SLT. These included discharge due to service constraints, 
reported by 29% Speech and Language Therapists, and also due to the (now 
debunked) concept of recovery plateau (Hersh, 2008; Holland, Fromm, Forbes, 
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& MacWhinney, 2017). Additional reasons included self-discharge, reported by 
44% Speech and Language Therapists which, combined with interview findings 
highlighting occasional negative experiences of SLT linked to a mismatch of 
therapy approaches and goals, were in keeping with prior research (Worrall et al., 
2011). The findings highlight how an integrated, person-centred model of support 
for LWA requires flexible access to SLT targeting personally-meaningful goals 
throughout the recovery continuum; and measures including early identification 
of aphasia-status, recognition of aphasia-status alone as warranting referral for 
rehabilitation, improved data collection, transition management and enhanced 
integration of communication across care settings to ensure PWA are not ‘lost’ 
to post-acute SLT. 
8.3.1.8 Flexible access to mental healthcare at all stages of (personally 
defined) recovery 
The findings highlight how people needed but often did not access mental health 
support at all stages of recovery. This is in keeping with prior Irish and 
international research findings highlighting a lack of mental health support 
despite unmet psychosocial needs (Code & Petheram, 2011; Community 
Services Subgroup of the National Stroke Working Group, 2011; Health Service 
Executive Quality and Clinical Care Directorate, 2012; Horgan, Walsh, Galvin, 
Macey, & Loughnane, 2014; McElwaine, McCormack, & Harbison, 2015; 
McElwaine, McCormack, & Harbison, 2016). It was also important for some 
participants to access peer-support groups via voluntary organisations, in keeping 
with prior research (Attard, Lanyon, Togher, & Rose, 2015; Lanyon, Worrall, & 
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Rose, 2018). There is much research demonstrating the prevalence of negative 
social-emotional consequences of aphasia (Baker, Worrall, Rose, & Ryan, 2020; 
Brown, Davidson, Worrall, & Howe, 2013; Brown, Worrall, Davidson, & Howe, 
2010; Cruice, Worrall, & Hickson, 2006; Dalemans, de Witte, Wade, & van den 
Heuvel, 2010; Doughty Horn, 2016; Grohn, Worrall, Simmons-Mackie, & 
Hudson, 2014; Howe, Worrall, & Hickson, 2008; Kauhanen et al., 2000; Le 
Dorze, Salois-Bellerose, Alepins, Croteau, & Hallé, 2014; Manning et al., 2019; 
Mc Menamin, Tierney, & Mac Farlane, 2015a; Northcott & Hilari, 2011; Parr, 
2001) and the effectiveness of treatment of mental health problems, including 
depression, in the context of aphasia (Baker et al., 2017; Northcott, Burns, 
Simpson, & Hilari, 2015; Northcott & Hilari, 2018; Santo Pietro, Marks, & 
Mullen, 2019), although there is a lack of high-quality guidance around the 
optimum approach to counselling in the context of aphasia (Shrubsole, Worrall, 
Power, & O’Connor, 2017). Anxiety disorders, including severe general anxiety 
and panic attacks, experienced by participants, are less commonly described in 
the context of aphasia, and inclusion of PWA in prevalence studies of post-stroke 
anxiety is a relatively recent phenomenon (Campbell Burton et al., 2013; Morris, 
Eccles, Ryan, & Kneebone, 2017; Shehata, El Mistikawi, Al Sayed, & Hassan, 
2015). This highlights an area to address in future research, particularly given 
that the participants experiencing anxiety did not have access to effective 
treatment and support.  
In this study, a lack of aphasia training on the part of individual mental 
health professionals was also identified as a barrier to accessing support, in 
 
313 | P a g e  
 
addition to the severity of individual communication difficulty. This highlights a 
need for increased availability of communication training to mental health 
professionals (and students), as well as joint working between Speech and 
Language Therapists and mental health professionals (Baker et al., 2020; 
Northcott, Simpson, Moss, Ahmed, & Hilari, 2017), and the use of structured 
tools to support counselling such as those provided through the Aphasia Institute 
as highlighted in 8.3.1.4 above (Aphasia Institute, 2020). Additionally, prior 
research has highlighted a need for specialist training opportunities and ongoing 
support (e.g., from a stroke-specialist clinical psychologist) for Speech and 
Language Therapists working with PWA to acquire counselling skills (Northcott 
et al., 2017; Rose et al., 2014; Sekhon, Oates, Kneebone, & Rose, 2019). The 
need for a ‘cultural shift’ has also been identified by Northcott and colleagues, 
including support from managers and service providers, to highlight 
psychological care in the context of aphasia as “valuable, feasible and necessary, 
delivered collaboratively” by Speech and Language Therapists and mental health 
professionals (Northcott et al., 2017) (p.1).  
PWA should have access and choice in terms of mental health 
interventions (Baker et al., 2020), including solution-focused therapy (Northcott 
et al., 2015), biographic-narrative therapy (Corsten, Konradi, Schimpf, 
Hardering, & Keilmann, 2014), cognitive behavioural therapy (Akabogu et al., 
2019; Kneebone, 2016), motivational interviewing (Holland, Watkins, Boaden, 
& Lightbody, 2018) and positive psychological therapy (for PWA and co-
habiting partner dyads) (Terrill et al., 2018). Prior research has recommended 
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access to a 4-level framework of stepped psychological care for PWA ranging 
from routine mood screening and support for all PWA (level 1) to appropriate 
support with identified depression (levels 2-4) (Baker et al., 2020; Kneebone, 
2015; National Institute for Health and Care Excellence, 2016). For example, 
level 1 interventions might include routine mood screening, provision of post-
stroke psychological information, group support, biographic-narrative 
intervention, communication partner training and self-management workbooks 
(e.g., ‘Life is larger than aphasia’ (Aphasia Institute, 2020)); level 2 interventions 
might include specific behavioural interventions (e.g. (Thomas, Walker, 
Macniven, Haworth, & Lincoln, 2013)), psychological education including 
information about the psychological effects of stroke and aphasia and discussing 
and modelling problem-solving strategies (Worrall, 2019). Although levels 1 and 
2 could be supported by Speech and Language Therapists, supporting adaptation 
to aphasia is a challenging, complex and long-term endeavour and Speech and 
Language Therapists would require management support, training and a 
structured, evidence-based approach to implement such support in practice 
(Wray, Clarke, & Forster, 2020).  
The current Model of Care for Stroke includes a ‘Management of Post-
stroke Depression Care Pathway’ for the first month post-stroke (Health Service 
Executive, 2020b) despite evidence that post-stroke depression also develops at 
later stages of recovery (Paolucci, 2008).  Based on the triangulated findings, it 
is strongly recommended that a model for LWA in Ireland formalises access to 
stepped psychological care and routine ‘triaging’ of mood at each episode of 
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clinical care throughout all stages of recovery for PWA, making every contact 
count. It is further recommended that access to mental health support operates 
flexibly with an open-door policy as described in the SLT section above. Such a 
model has been positively highlighted in prior qualitative research with PWA 
(Baker et al., 2020). 
8.3.1.9 Providing support for families of working aged PWA, including 
children 
Our findings illuminate the significant loss and upheaval experienced by the 
families, spouses and children of working aged PWA, and a lack of availability 
of emotional support and aphasia training and information to families and 
children in Ireland in keeping with findings from other countries (Grawburg, 
Howe, Worrall, & Scarinci, 2013; Halle & Le Dorze, 2014; Howe et al., 2012; 
Kong & Tse, 2018). The findings extend prior research knowledge by 
highlighting the particular support requirements and consequences of aphasia on 
parenting and children (Brown et al., 2010; Dalemans et al., 2010; Fotiadou, 
Northcott, Chatzidaki, & Hilari, 2014; Le Dorze et al., 2014; Parr, 2001) and 
show how children’s negative emotional responses often surfaced many years 
post-onset as children become older, underscoring a need for responsive, person-
centred support in the long-term. 
Inconsistent access to support and information for families runs counter 
to best practice (Aphasia United, 2018; CCRE in Aphasia Rehabilitation, 2014) 
and can exacerbate negative relationships and “third-party disability” (Grawburg 
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et al., 2013; Manning et al., 2019).  A pathway of care for LWA must be person 
and family centred, responsive to the informational, emotional and support needs 
of spouses and children of working aged PWA at all stages of recovery. This 
entails wider, more consistent availability of family aphasia information and 
training. There remains, however, a lack of high-quality guidance around the 
optimum approach to caregiver support (Shrubsole et al., 2017), in addition to a 
need for further research examining the impact on parenting with aphasia, and 
around the support needs of younger parents with aphasia and their children. 
Given the relatively long-term impact on young families and increasing incidence 
of young stroke it is important to investigate further, using prospective methods 
if possible, the support needs and perspectives of close family members and 
children growing up in the context of aphasia. 
8.3.1.10 Self-management support for LWA 
In this study, working aged PWA managed negative emotions through a range of 
self-directed actions. The data extend our understanding of how people adapt and 
self-manage in the context of aphasia (and often without available aphasia and 
self-management information and mental health support). The findings are in 
keeping with recent research reporting significant work undertaken by people 
with post-stroke communication difficulties and family members in managing 
their condition and the need to document and build on this work as part of a 
supported self-management approach (Wray, Clarke, & Forster, 2019). Any 
future self-management support for PWA should be implemented as part of a 
coordinated pathway of support for LWA that tackles broader equity issues and 
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social determinants of health. Self-management support for working aged adults 
will necessarily include specific self-management interventions for occupational 
opportunities and access to a national collated database of community supports 
as highlighted above.  
Speech and Language Therapists too have a role in in terms of self-
management support, increasing self-efficacy and preventative care for mental 
health as part of stepped psychological care, as outlined above (Worrall, 2019). 
Another approach is the Aphasia Action, Success, and Knowledge (ASK) 
programme for PWA in the early stages of recovery. Informed by earlier studies 
exploring the meaning of living successfully with aphasia, ASK intervention 
aims to support improved communication and to reduce negative social and 
emotional impacts of aphasia. The intervention involves developing 
collaborative patient- Speech and Language Therapist relationships, providing 
information about aphasia, emotional impacts and relevant services and 
identifying where PWA and families can find additional information if needed, 
developing communication strategies,  identifying strategies and activities to 
promote positivity and staying in touch with, and connecting with others (Ryan 
et al., 2017). 
8.3.2 Supporting social participation in ways that respond to diversity and 
individuality  
In our study working aged individuals described diverse experiences of social 
participation in the context of aphasia and their varied, often opposing 
 
318 | P a g e  
 
preferences and needs around most aspects of social participation including 
employment, relationships, social support, aphasia awareness and peer networks. 
This resonates with researchers advocating for individuals with disabilities to be 
able to engage in important, personally meaningful participation that is self-
defined and not determined by external societal values (Hammel et al., 2008). 
The integration highlights an urgent need to dismantle structural, societal and 
attitudinal barriers to support equitable opportunities for personally meaningful 
social participation and LWA. The following recommendations are made for 
improving support and opportunity for working aged PWA to meaningfully 
participate, contribute and progress in a way that recognises and responds to 
diversity and individual preferences. 
8.3.2.1 Collaborative working between PWA and Speech and Language 
Therapists targeting meaningful social access and participation in the 
community. 
The survey findings complemented interview data by documenting how Speech 
and Language Therapists are involved in a variety of practices to increase 
aphasia awareness and to support participation goals including collaborative 
goal setting, focusing on hobbies and referring to community supports 
including voluntary organisations and return to work agencies. However, some 
Speech and Language Therapists described barriers to targeting social 
participation goals and a lack of collaboration and choice for PWA in their SLT 
service. This was complemented by interview data highlighting how some 
participants had negative experiences of SLT, which they felt to be 
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uninteresting and irrelevant to their broader life goals. Overall, the combined 
findings highlight how there is room to further develop efforts to increase 
awareness of aphasia and to proactively support the rights of PWA to 
communicative access and life participation.  
First, there is a need for SLT, particularly in the community and at later 
stages of recovery, to target personally meaningful, evolving social participation 
outcomes via collaborative goal setting with PWA in keeping with the Centre for 
Clinical Research Excellence (CCRE) in Aphasia Rehabilitation best practice 
statements (CCRE in Aphasia Rehabilitation, 2014). This might involve, for 
example, adoption and implementation of protocols for structuring conversations 
between PWA and Speech and Language Therapists and measurement around 
biopsychosocial outcomes relating to conversations, participation and health-
related quality of life, such as the Basic Outcome Measure Protocol for aphasia 
(BOMPA) (Kagan, Simmons-Mackie, & Victor, 2018). Other approaches 
include asset-based interventions to support PWA and family members to explore 
what promotes and sustains wellbeing and living well with aphasia, for example 
through fostering a collaborative patient-professional relationship and focusing 
on identifying, activating and mobilising supportive assets (including personal 
attributes, connection to self and to others, and support in the community) 
(Shiggins et al., 2018). 
Second, the findings highlighted a lack of aphasia information / training 
particularly for the friends of younger PWA, despite the significant impacts of 
aphasia social participation, relationship roles and friendships. Less information 
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and training for friends mirrors findings in the literature (Rose et al., 2014) and 
is salient considering evidence that non-kin relationships are most severely 
impacted by aphasia  (Hilari & Northcott, 2006, 2016). While communication 
partner training is effective (Simmons-Mackie et al., 2016), the findings 
highlighted issues around its acceptability and also the feasibility of delivering 
CPT to a PWA’s potentially large and evolving social networks, including less 
familiar conversation partners, of younger PWA, in keeping with other reports 
(Chang et al., 2018). In the context of working aged PWA, we need to examine 
how to better support people to navigate a range of different communication 
formats with their friends (including social media and other emerging platforms) 
including, but not limited to, targeted CPT, either face to face or online (Cruice 
et al., 2020), supporting PWA to self-manage communication needs (Wray & 
Clarke, 2017), and social media training. This is particularly important given 
qualitative research illuminating a “digital divide” in access to computer 
technology and the Internet by PWA despite potential positive benefits for 
quality of life, communication, self-management support and social engagement 
(Kelly, Kennedy, Britton, McGuire, & Law, 2016).  To address issues around 
equity of access to digital technology, social media and the Internet, PWA require 
bespoke computer training that accommodates their individual learning needs 
and provides follow-up technological support after the training period (Kelly et 
al., 2016). 
8.3.2.2 Wider access to community groups and training opportunities  
The interview findings demonstrated the significant variation in participant 
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preferences, interests and experiences relating to social participation. Though 
some participants greatly valued access to peer networks including stroke groups 
and voluntary brain injury organisations, these were not available to everyone 
who wanted them, highlighting a need for standard, consistent access. 
Conversely, stroke, aphasia and brain injury groups did not suit everyone. This 
resonates with earlier qualitative studies in which some PWA preferred non-
aphasia specific and/or community-based interest groups (Armstrong, Hersh, 
Hayward, & Fraser, 2015; Bright, Kayes, McCann, & McPherson, 2013; 
Dalemans et al., 2010). The findings thus support prior recommendations for 
wider access to general interest, non-disability specific groups (Rotherham, 
Howe, & Tillard, 2015), but also call for wider access to training courses that 
better reflect personal and professional interests. This could be achieved, for 
example, by identifying various community groups, evening or adult education 
courses as aphasia friendly. These would then be signposted through an online 
self-management resource and / or through a stroke liaison worker. Additionally, 
further research is necessary to examine how to overcome further education 
barriers for PWA, including a lack of access to appropriate learning support as 
previously identified (Bruce, Parker, & Renfrew, 2006).  
 
8.3.2.3 Opportunities for paid employment that allows for meaningful 
contribution and progression 
From interviews, most participants had experienced job loss, but this impacted 
on people in very different ways, often due to their financial situation, as 
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previously documented by Parr (Parr, 2001). Some took on voluntary roles which 
provided an opportunity to apply their occupational skills in interesting and 
meaningful ways. Such roles were oftentimes created by voluntary organisations 
and / or Speech and Language Therapists (the latter is confirmed from the survey 
data also). However, the negative impact of voluntary employment in lieu of 
salaried positions with opportunities for meaningful progression for younger 
PWA was also demonstrated, extending prior research documenting the potential 
negative effects of volunteering (Pearl, Sage, & Young, 2011). The findings 
reveal a need to create opportunities for interested PWA to secure employment 
in paid positions, reflective of their pre-morbid skills and experiences. There is a 
need for research to explore how best to support employment opportunities in the 
context of aphasia in order to inform the development of appropriate guidelines 
and joint working between Speech and Language Therapists, voluntary brain 
injury organisations and return to work agencies.  
8.3.2.4 Targeted campaigns to increase awareness of aphasia in the 
community  
The findings illustrate multiple perspectives around the need to increase efforts 
to improve aphasia awareness to support access in the community and to 
commercial and public organisations. Targeted campaigns to increase awareness 
of aphasia in the community and across commercial and public body services 
should be developed and implemented in collaboration with aphasia activists in 
the community, whose voices are represented in the findings. From the findings, 
such campaigns might include, for example, building on Hear Me 
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communication training for service industry providers including cafes, extending 
communication training to public transport providers and utilities companies to 
have a designated disability officer / phone line for individuals with aphasia to 
contact them and to obtain communication support. It is essential, however, to 
take stock of research examining a lack of effectiveness of previous aphasia 
awareness campaigns in increasing aphasia knowledge amongst the general 
public, and calling for unity and coordination across campaigns that are 
underpinned by interdisciplinary knowledge from marketing, health promotion 
and communication research, and co-developed with PWA, families and 
healthcare professionals (Simmons-Mackie et al., 2019). Additionally, there is a 
need for greater coordination between HSE and voluntary organisations working 
with PWA.  
8.3.2.5 Meaningful inclusion of working aged PWA in research, policy and 
service delivery 
The findings highlight a lack of collaboration with PWA on service design 
initiatives, counter to best practice (Carroll, 2017; Langlois, Tunçalp, Norris, 
Askewb, & Ghaffara, 2018; Manning et al., 2020; World Health Organisation, 
2016). This is not surprising, given the well-documented general exclusion of 
PWA from stroke research and a consequent relative lack of guidance for 
delivering quality care (Brady, Fredrick, & Williams, 2013; Engelter et al., 2006; 
Flowers et al., 2016; Wray, Clarke, & Forster, 2018). This is in spite of evidence 
that PWA may have different experiences of, and perspectives towards, 
healthcare delivery than people with stroke and no aphasia, in addition to unique 
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healthcare needs, which need to be captured as part of stroke service redesign 
research (Prior, Miller, Campbell, Linegar, & Peterson, 2020).  
Including PWA in the research process is important ethically (2013) and 
for delivering responsive relevant aphasia care (Howe et al., 2012; Worrall et al., 
2011). Accordingly, working aged PWA must be meaningfully involved in 
setting the agenda for aphasia research policy and service design. This is in 
keeping with increasing application of PPI approaches in aphasia research (Mc 
Menamin et al., 2015a; Mc Menamin, Tierney, & Mac Farlane, 2015b; 
McMenamin, Tierney, & MacFarlane, 2018; Palmer & Paterson, 2013; Parr, 
2001; Pound, 2013; Wilson et al., 2015) and with prior calls for PWA to be 
involved in advocating for aphasia care and raising awareness, for example 
through involvement on consumer / patient groups and through enhanced 
communication channels with government representatives (Worrall, 2019).  The 
findings additionally show the considerable involvement of some working aged 
participants in ‘grassroots’ community activism and political lobbying. Future 
research should be conducted in partnership with activists in the aphasia 
community to explore ideas for a united aphasia voice, potential support needs 
and to meaningfully include their voice in guiding the aphasia agenda.  
8.4 Implementation of recommendations 
The triangulated findings in 8.3 present key implications for optimising support 
for LWA. As a first step to implementing meaningful change for optimising 
support for LWA in Ireland, it is crucial to critically examine the current policy 
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landscape for potential synergies, and to develop a shared vision and 
implementation plan with other stakeholders involved in aphasia care and with 
PWA and their families. Future research will critically and comprehensively 
examine overlap and synergies with: the National Strategy & Policy for the 
provision of neuro-rehabilitation services in Ireland (comprising integrated social 
and rehabilitation services) (Health Service Executive (HSE), 2019); Sláintecare 
(widespread health reform to introduce universal, integrated health and social 
care, enhanced interdisciplinary team working in primary care and a unique 
health identifier) (Health Service Executive, 2017); living well with a chronic 
condition: National framework and implementation plan for self-management 
support for chronic conditions: COPD, asthma, diabetes and cardiovascular 
disease (Health Service Executive (HSE), 2017); the Healthy Ireland framework 
2019-25 (with goals to reduce health inequalities and including the Making Every 
Contact Count programme, to empower people to self-manage chronic health 
conditions as part of routine clinical consultations, the Living Well generic self-
management programme, including stroke and Peer Support Programmes) 
(Department of Health, 2019); and the National Clinical Programme for Stroke, 
with actions to date concentrated in acute care, but with a wider focus in 
standardising models for delivering integrated clinical care and pathways. 
Critically examining the policy landscape may have implications in terms 
of raising political support and impetus for enacting system-wide changes. For 
example, implementation of the neuro-rehabilitation strategy has been protracted 
with implications for the underdevelopment and lack of coordination of quality 
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services (Burke et al., 2020). Burke and colleagues stress the need to increase 
political priority and neuro-rehabilitation policy implementation by collecting 
data highlighting shortcomings in service provision, involving patients in policy 
and service development and delivery, and in advocacy, developing a shared 
vision across diverse neuro-rehabilitation service providers and considering 
wider policy agenda and planned health system reform to introduce universal, 
single-tier access to integrated, person-centred care (Sláintecare) (Burke et al., 
2020). 
Provisional recommendations for implementing optimal support for 
LWA are summarised in table 8 below. These focus on the organisational (HSE) 
and wider system support levels (partnering with other sectors including 
voluntary organisations, GP, PPI approaches, research and third level institutions 
and professional body guidelines) as part of a whole systems approach to 
implementation (Taylor et al., 2014). The approach is informed by published 
recommendations for implementing the national framework for self-management 
support due to complementarity including: a focus across the continuum of care, 
engagement and integration across care settings and professionals, and provision 
of a range of information and training formats tailored to the requirements of 
patients, caregivers and healthcare professionals (Health Service Executive 
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Table 8 Optimising support for LWA in Ireland 
LEVEL 3: HSE Organisational support for LWA 
Policy: whole system support 
— Work in partnership with aphasia activists and stakeholders involved in 
aphasia care including voluntary organisations, the Neurological 
Alliance of Ireland, National Clinical Programme for Stroke, IASLT and 
clinical researchers to develop a national LWA support framework 
including flexible, lifelong access to SLT, mental health support, data 
management and tracking, stroke liaison, peer support and emotional 
support and information for families and children. 
— Refine and adopt national LWA support framework as HSE policy 
through agreement by the HSE leadership team and its ‘location’ in the 
context of complementary health policy (e.g. whether it will represent 
another strand of the Stroke Model of Care, Neuro-rehabilitation 
programme and / or self-management programmes etc.). 
— Secure commitment of HSE senior management to promote 
understanding of the value of the LWA support framework and its place 
as part of person-centred, integrated care delivery, for example through 
development of a communications plan. 
— Foster top-down support and training for Speech and Language 
Therapists in supporting meaningful social participation, collaborative 
goal setting, flexible referral policies, stepped psychological care and 
collaborative working with professional accreditation bodies and 
voluntary organisations. 
— Facilitate the provision of LWA support as part of self-mangement 
support in primary care services through policy commitment + relevant 
contracts. 
— Support continued implementation and adoption of research evidence 
and evaluation of interventions by PWA, families, clinicians and other 
stakeholders via participatory research with PWA. 
 
Provision of information  
— Ensure that PWA have repeated opportunities to learn about aphasia and 
mental health support at each clinical episode of care: Make Every 
Contact Count.   
— Optimise provision and use of co-designed collated and maintained web-
based information to raise awareness and support navigation of relevant 
care and self-management resources. 
— Training for health care workers involved in stroke care at all stages of 
recovery (and including GPs, non-HSE staff) to increase aphasia 
awareness and competency. Interventions should be developed and 
implemented collaboratively with clinicians, PWA, and researchers and 
should incorporate training for students of healthcare courses. E-learning 
tools such as HSeLaND should be fully utilised. 
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8.5 Methodological critique and impact 
The strengths and weaknesses of each study have been articulated in Chapters 3-
 
Governance, Financing and Evaluation 
— Create national structure and governance around implementing the 
framework. As part of this, identify where the framework will be located 
– e.g. as part of Healthy Ireland / Sláintecare / Clinical Care Pathways / 
Division of health and wellbeing etc. 
— Identify elements of the framework that will require financial investment 
(e.g. collaborative working, making every contact count); create 
appropriate budget in addition to innovation funding to foster 
development of novel initiatives.  
— Develop support and buy-in using implementation science approaches at 
the level of Regional Integrated Care Organisation. 
— Develop key performance indicators and reporting systems to monitor 
implementation (in parallel with enhanced data collection as 
recommended in 8.3.1.  Evaluation should include data relating to PWA 
experiences of and access to care and outcomes. 
 
Wider system support for LWA 
— Develop targeted campaigns and innovation projects (e.g. CPP training 
for family and friends) to increase aphasia awareness and improve 
community access in collaboration with researchers, commerce / 
industry, aphasia activists and clinicians. 
— Promote and develop partnerships between Speech and Language 
Therapists and voluntary and vocational organisations to increase social 
participation and to widen access to diverse occupational and training 
opportunities for younger PWA. 
— Develop and sustain partnerships with aphasia and implementation 
science academics. 
— Ensure meaningful inclusion of PWA in setting the policy, service 
delivery and research agenda. 
— Development of position paper by IASLT adopting and advocating for 
an integrated pathway of care to support LWA, which is in keeping with 
the IASLT strategic vision supporting the right for everyone “to live 
well, irrespective of communication or eating, drinking and swallowing 
difficulties” (Irish Association of Speech and Language Therapists 
(IASLT), 2020) (p.2). 
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7 above. This section provides a high-level methodological critique and 
discussion of potential research impact. A description of the extent and nature of 
the impact of the Covid-19 pandemic 2020 on the research is also described.  
8.5.1 Unique contribution and impact of the research 
This PhD makes a valuable contribution to aphasiology and stroke literatures by 
addressing a lack of knowledge generated in collaboration with people with post-
stroke aphasia, including those of working age, around how best to support them 
to live well in the long-term post-stroke. As part of this endeavour, we examined 
prior literature asking PWA about topics relating to living well, in order to refine 
the concept of living well and align it with the personal recovery model, which 
considers external influences and personally-defined recovery that can take place 
within or without the formal health and social care system. We used a robust 
research methodology, triangulating perspectives of PWA reported in the 
literature, with that of our PPI collaborators and interview participants, in order 
to enhance the quality and rigour of the research. Additionally, the PhD makes a 
particularly unique research contribution in the Irish context. With a view to 
understanding current service provision in Ireland, we profiled existing services 
available to PWA according to treating Speech and Language Therapists. Finally, 
we integrated the survey and interview findings to produce recommendations for 
optimising support for LWA for working aged PWA in Ireland. 
Per Kuruvilla and colleagues’ Research Impact Framework, the PhD 
impacts relate to research, society, service and policy (Kuruvilla, Mays, Pleasant, 
 
330 | P a g e  
 
& Walt, 2006). In terms of the impact of research methods, the underpinning CR 
research paradigm influenced and enhanced methodological rigour in several 
ways. Understanding the phenomenon of LWA as an open (or laminated) system, 
necessitated rich, contextual, experiential knowledge and the use of multiple 
methods to generate rich insights and explanations at multiple levels (socially, 
psychologically, environmentally, economically, politically etc.).  
This is the first study to examine what it means to live well with aphasia 
by critically examining the ideology and underpinning assumptions around 
access, choice, structural factors and equity in addition to individual 
responsibility, agency and influence on living well and adapting to aphasia. It is 
additionally unique in exploring how best to optimise support for living well with 
aphasia, either within or without the formal health and social care system, using 
participatory health research methods and meaningful involvement of PWA 
throughout the research process. In critically integrating qualitative data on the 
perspectives of people with aphasia with data on current services, this study 
applies a novel mixed methodology research design in the context of aphasia 
research. In doing so, this study explicitly addresses access, equity, transparency, 
quality and safety of person-centred, long-term support for living well for 
working aged individuals with aphasia and their family members. 
CR influenced a broader conceptualisation of LWA (informed by the 
personal recovery model), considering external and individual factors 
influencing LWA and ability to access and benefit from appropriate support. By 
examining underlying structural influences to do with living well including 
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equity of access to quality, safe, communicatively accessible health and social 
care, and opportunities for training and employment, this methodology may also 
have transferable benefits for other populations and vulnerable service users. 
Multiple methods and sources were triangulated in order to mitigate the fallibility 
of knowledge and its generation in CR, including research methods and designs, 
existing theory, data sources such as research participants and PPI group 
members. Sources are triangulated: (1) systematic review findings are extended 
and refined with (2) input from the PPI advisory group using a participatory 
research approach and (3) qualitative interviews with PWA (Flick, 2007). 
Methodologies were triangulated: Interview and survey data were integrated to 
produce provisional recommendations about supporting living well for PWA. 
The interdisciplinary supervisory team enhanced reflexivity (Barry, Britten, 
Barber, Bradley, & Stevenson, 1999) and exploration of issues for non- Speech 
and Language Therapists.  
This is additionally the first study that seeks to obtain the views of 
working aged adults in Ireland around what supports living well with aphasia, 
drawing on collaborative PPI development of accessible, relevant qualitative 
interviews. Working with PPI collaborators helped to improve the relevance and 
methodological quality and accessibility of the research. PPI, axiologically 
harmonious with the emancipatory value system of CR (Bhaskar, 2016), creates 
society-related health research impact, by enhancing the relevance and 
acceptability of health research and policy, and empowering and giving voice to 
patient groups (Irish Health Research Forum, 2015). The group’s role included 
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validating and exploring the findings of Study 1 as a more structured approach 
to involvement in the design and interpretation of Studies 2 and 3. The group 
informed the design of aphasia-friendly qualitative interviews, by developing and 
prioritising content on the topic guide and suggesting and piloting a range of 
communication strategies and ideas around equalising participation when 
spouses were also present. The group’s role also had added value in increasing 
the researcher’s knowledge around things that might be important for LWA and 
helped ‘translate’ concepts in the literature into lay language, all important for 
conducting accessible, relevant interviews with participants, including those with 
severe aphasia who are particularly underrepresented in the aphasia literature.  
The transparent use of such strategies, piloted with PPI collaborators, and 
adapted to suit individual participants, supported all participants, including those 
with severe aphasia, to give rich and relevant information about LWA in 
qualitative interviews. Finally, the PPI group suggested ideas for disseminating 
research findings in aphasia-friendly formats. 
The PhD additionally creates opportunities for service-related research 
impacts by addressing a fundamental research gap by discovering the 
perspectives of people with aphasia of working age post-stroke about what 
constitutes and supports LWA through multiple methods and sources. This is the 
first study that surveys Speech and Language Therapists to understand the extent 
to which people with post-stroke aphasia are supported to live well in Ireland. It 
is additionally the first clinician survey explicitly examining the availability of a 
broad range of health and social support services aligned with a broad 
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conceptualisation of living well with aphasia and developed and interpreted with 
PPI collaborators. In doing so, this PhD has addressed a lack of data regarding 
the nature, range and quality of current service delivery in Ireland for this 
population through cross-sectional survey. Such knowledge will contribute 
towards evidence-based practice to guide service planning and evaluation, goal 
setting and designing person-centred interventions to support LWA. The 
integrative analysis and recommendations for optimising support for LWA in 
Ireland create additional opportunities for policy-related impact and will be 
actively communicated to a range of groups at different levels of policymaking 
with a view to future development and implementation. These include the 
relevant HSE Directorates (e.g. Clinical Strategy & Programs, Social Care and 
Health & Wellbeing), representatives of national and international SLT 
professional groups, SLT Special Interest Group for Acquired Communication 
Disorders, and representative of local and national voluntary supports for people 
with aphasia post-stroke (third-sector support organisations including ABII, 
Headway Ireland) and the national umbrella group for people with acquired 
neurological conditions, the NAI. The focus will be on mobilising support for 
developing, piloting and implementing the research findings. Some ideas around 
implementing the recommendations are proposed in section 8.5 and can be used 
to generate further discussion and collaboration.  
In addition to specific recommendations around optimising support in an 
Irish context, this work has an important international dimension and will make 
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a valuable contribution to best practice health and stroke policy and guidelines in 
addition to an international aphasia community of practice.   
8.5.2 Limitations 
In addition to study-specific methodological limitations described in chapters 3-
7, the views of younger PWA (e.g. 18-30 years of age) are not represented. This 
points to a gap in the content relating to further education and training to be 
addressed in future studies. Additionally, there are several limitations to the 
research approach and findings as guided by CR. Within CR, there is no objective 
measure of the validity of a study nor or the accuracy of the findings. CR research 
yields an evolving, imperfect understanding of causation that is subject to 
challenge and revision as new evidence and insights emerge. All sources of 
knowledge and methodologies are fallible so our explanations of empirical events 
may be partial and incomplete. The focus is on seeking out and testing findings 
against possible alternative interpretations. In this study, we attempted to 
understand our research question from multiple perspectives – looking at refining 
and extending understanding of supporting LWA. However, it has not yet been 
possible to bring these global findings and conclusions to the PPI collaborators 
and/or relevant stakeholders including referring third-sector support 
organisations and health policymakers. The PhD findings thus constitute 
evolving recommendations, which will be further validated and developed for 
implementation contexts with stakeholders.  
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Finally, the findings of Study 1 (Chapter 3) informed the design of 
subsequent interview and survey studies. The systematic review process 
highlighted increased research focus on obtaining the perspectives of PWA 
towards topics relating to LWA in the past decade. All included articles were 
published in English and from high income countries. This introduces possible 
publication and language biases, which limited the transferability of the findings 
of Study 1 (Chapter 3) in lower income and non-English speaking regions.  
8.5.3 Impact of Covid-19 on the PhD research in 2020 
Table 9 outlines the minimal extent and nature of the impact of the Covid-19 
pandemic on the PhD research. Given that all data collection and analysis (with 
the exception of the integration study) were completed prior to March 2020, the 
pandemic has resulted in postponement of the final 2 (of 10) PPI advisory group 
sessions which will address the findings of integration study and dissemination 
planning.  
Table 9 Key dates and impact of Covid-19 on PhD 
PhD element 






Validating review findings:  






Developing questionnaire (with PPI 
collaborators) 
Pilot 















The key focus of this PhD was to discover what constitutes and supports living 
well for PWA and then to identify how current support for LWA might be 
improved in order to better match the perspectives and experiences of PWA. This 
research highlights an urgent need for structural reforms that improve equity and 
transparency in access to aphasia and stroke care, information and self-
management support for working aged PWA and their families. Working aged 
PWA need support and opportunities for meaningful social participation and 
contribution that recognise and respond to diversity and individual preferences. 
Data intepretation (1 session with PPI 
collaborators) 
Write-up / publication 
 
Interview study: 
Study design (1 session with PPI 
collaborators) 





















   
 
Integration study: 
Study design / Data collection 
Data analysis 
Data interpretation (with PPI collaborators) 
Write-up 
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Suggestions around implementing an equitable, transparent pathway of support 
for LWA and personally meaningful social participation for working aged adults 
with post-stroke aphasia in Ireland are described.  
 
8.7 References 
Akabogu, Nnamani, Otu, Ukoha, Uloh-Bethels, Obiezu, . . . Dike. (2019). 
Efficacy of cognitive behavior language therapy for aphasia following 
stroke: Implications for language education research. Medicine 
(Baltimore), 98(18), e15305. doi:10.1097/md.0000000000015305 
Aphasia Institute. (2020). Aphasia Institute: Life's a conversation.   Retrieved 
from https://www.aphasia.ca/product-category/people-with-aphasia-and-
family/ Access date: 10.08.2020 
Aphasia United. (2018). Best practice recommendations.   Retrieved from 
http://www.aphasiaunited.org/best-practice-recommendations/ Access 
date: 30.10.2020 
Armstrong, Hersh, Hayward, & Fraser. (2015). Communication disorders after 
stroke in Aboriginal Australians. Disability and Rehabilitation, 37(16-
17), 1462-1469. doi:10.3109/09638288.2014.972581 
Attard, Lanyon, Togher, & Rose. (2015). Consumer perspectives on community 
aphasia groups: a narrative literature review in the context of 
psychological well-being. Aphasiology, 29(8), 983-1019. 
doi:10.1080/02687038.2015.1016888 
Baker, Worrall, Rose, Hudson, Ryan, & O'Byrne. (2017). A systematic review 
of rehabilitation interventions to prevent and treat depression in post-
stroke aphasia. Disabil Rehabil., 19, 1-23. 
doi:10.1080/09638288.2017.1315181 
Baker, Worrall, Rose, & Ryan. (2020). ‘It was really dark’: the experiences and 
preferences of people with aphasia to manage mood changes and 
depression. Aphasiology, 34(1), 19-46. 
doi:10.1080/02687038.2019.1673304 
Barry, Britten, Barber, Bradley, & Stevenson. (1999). Using Reflexivity to 
Optimize Teamwork in Qualitative Research. Qualitative Health 
Research, 9(1), 26-44. doi:10.1177/104973299129121677 
Bartlett, Blais, Tamblyn, Clermont, & MacGibbon. (2008). Impact of patient 
communication problems on the risk of preventable adverse events in 
acute care settings. Canadian Medical Association Journal, 178, 1555‐
1562.  
Bhaskar. (2016). Enlightened common sense: The philosophy of critical 
realism. London: Routledge. 
 
338 | P a g e  
 
Brady, Fredrick, & Williams. (2013). People with aphasia: capacity to consent, 
research participation and intervention inequalities. International 
Journal of Stroke, 8(3), 193-196. doi:10.1111/j.1747-4949.2012.00900.x 
Bright, Kayes, McCann, & McPherson. (2013). Hope in people with aphasia. 
Aphasiology, 27(1), 41-58. doi:10.1080/02687038.2012.718069 
Brown, Davidson, Worrall, & Howe. (2013). "Making a good time": the role of 
friendship in living successfully with aphasia. Int J Speech Lang 
Pathol., 15(2), 165-175. doi:10.3109/17549507.2012.692814 
Brown, Worrall, Davidson, & Howe. (2010). Snapshots of success: An insider 
perspective on living successfully with aphasia. Aphasiology, 24(10), 
1267-1295. doi:10.1080/02687031003755429 
Bruce, Parker, & Renfrew. (2006). ‘Helping or something’: perceptions of 
students with aphasia and tutors in further education. International 
Journal of Language and Communication Disorders, 41(2), 137-154. 
doi:10.1080/13682820500224125 
Burke, McGettrick, Foley, Manikandan, & Barry. (2020). The 2019 neuro-
rehabilitation implementation framework in Ireland: Challenges for 
implementation and the implications for people with brain injuries. 
Health Policy. doi:10.1016/j.healthpol.2019.12.018 
Cameron, McPhail, Hudson, Fleming, Lethlean, & Finch. (2017). A pre–post 
intervention study investigating the confidence and knowledge of health 
professionals communicating with people with aphasia in a metropolitan 
hospital. Aphasiology, 31(3), 359-374.  
Cameron, McPhail, Hudson, Fleming, Lethlean, & Finch. (2019). Telepractice 
communication partner training for health professionals: A randomised 
trial. Journal of Communication Disorders, 81. 
doi:10.1016/j.jcomdis.2019.105914  
Campbell Burton, Murray, Holmes, Astin, Greenwood, & Knapp. (2013). 
Frequency of anxiety after stroke: a systematic review and meta-
analysis of observational studies. International Journal of Stroke, 8, 
545-559. doi:10.1111/j.1747-4949.2012.00906.x 
Carlsberg, Percey, Arheix-Parras, Charaire, Cogné, Dehail, . . . Glize. (2020). 
Disability of people with aphasia is overestimated by general 
practitioners. Annals of Physical and Rehabilitation Medicine, 63. 
doi:10.1016/j.rehab.2020.02.003 
Carragher, Steel, O’Halloran, Torabi, Johnson, Taylor, & Rose. (2020). Aphasia 
disrupts usual care: the stroke team’s perceptions of delivering 
healthcare to patients with aphasia. Disability and Rehabilitation, 1-12. 
doi:10.1080/09638288.2020.1722264 
Carroll. (2017). Qualitative evidence synthesis to improve implementation of 
clinical guidelines. BMJ, 356, j80. doi:10.1136/bmj.j80 
CCRE in Aphasia Rehabilitation. (2014). Aphasia Rehabilitation Best Practice 
Statements 2014. Comprehensive supplement to the Australian Aphasia 
Rehabilitation Pathway. Brisbane, Queensland. 
Chang, Power, O'Halloran, & Foster. (2018). Stroke communication partner 
training: a national survey of 122 clinicians on current practice patterns 
 
339 | P a g e  
 
and perceived implementation barriers and facilitators. International 
Journal of Language and Communication Disorders, 53(6), 1094-1109. 
doi:10.1111/1460-6984.12421 
Clark-Wilson, & Holloway. (2015). Life care planning and long-term care for 
individuals with brain injury in the UK. NeuroRehabilitation, 36(3), 
289-300. doi:10.3233/nre-151217 
Code, & Heron. (2003). Services for aphasia, other acquired adult neurogenic 
communication and swallowing disorders in the United Kingdom, 2000. 
Disability and Rehabilitation, 25(21), 1231-1237. 
doi:10.1080/09638280310001599961 
Code, & Petheram. (2011). Delivering for aphasia. International Journal of 
Speech-Language Pathology, 13(1), 3-10. 
doi:10.3109/17549507.2010.520090 
Commission on Social Determinants of Health. (2008). Closing the gap in a 
generation: health equity through action on the social determinants of 
health: final report of the Commission on Social Determinants of 
Health. Retrieved from Geneva:  
Community Services Subgroup of the National Stroke Working Group. (2011). 
Community Stroke Services Survey Report 4 Summary Report. Dublin: 
HSE Strategy and Programmes Directorate. 
Corsten, Konradi, Schimpf, Hardering, & Keilmann. (2014). Biographic- 
Narrative Intervention in Aphasia - An Innovative Approach to Improve 
Quality of Life. Sprache-Stimme-Gehor, 38(1), 25-29. doi:10.1055/s-
0033-1358456 
Cruice, Woolf, Caute, Monnelly, Wilson, & Marshall. (2020). Preliminary 
outcomes from a pilot study of personalised online supported 
conversation for participation intervention for people with Aphasia. 
Aphasiology, 1-25. doi:10.1080/02687038.2020.1795076 
Cruice, Worrall, & Hickson. (2006). Perspectives of quality of life by people 
with aphasia and their family: suggestions for successful living. Topics 
in Stroke Rehabilitation, 13(1), 14-24. doi:10.1310/4JW5-7VG8-G6X3-
1QVJ 
Dalemans, de Witte, Wade, & van den Heuvel. (2010). Social participation 
through the eyes of people with aphasia. International Journal of 
Language and Communication Disorders, 45(5), 537-550. 
doi:10.3109/13682820903223633 
Department of Health. (2019). Healthy Ireland framework 2013-2025: a 
framework for improved health and wellbeing.   Retrieved from 
https://www.gov.ie/en/publication/e8f9b1-healthy-ireland-framework-
2019-2025/ Access date: 30.10.2020 
Doughty Horn. (2016). Identifying and addressing grief and loss issues in a 
person with aphasia: A single‐case study. Journal of Counseling 
&amp; Development, 94(2), 225-234. doi:10.1002/jcad.12078 
Engelter, Gostynski, Papa, Frei, Born, Ajdacic-Gross, . . . Lyrer. (2006). 
Epidemiology of aphasia attributable to first ischemic stroke: incidence, 
 
340 | P a g e  
 
severity, fluency, etiology, and thrombolysis. Stroke, 37(6), 1379-1384. 
doi:10.1161/01.STR.0000221815.64093.8c 
Flick. (2007). Managing quality in qualitative research (U. Flick Ed.). London: 
Sage. 
Flowers, Skoretz, Silver, Rochon, Fang, Flamand-Roze, & Martino. (2016). 
Poststroke Aphasia Frequency, Recovery, and Outcomes: A Systematic 
Review and Meta-Analysis. Archives of Physical Medicine and 
Rehabilitation. doi:10.1016/j.apmr.2016.03.006 
Forster, Brown, Smith, House, Knapp, Wright, & Young. (2012). Information 
provision for stroke patients and their caregivers. Cochrane Database of 
Systematic Reviews, 11. doi:10.1002/14651858.CD001919.pub3 
Fotiadou, Northcott, Chatzidaki, & Hilari. (2014). Aphasia blog talk: How does 
stroke and aphasia affect a person’s social relationships? Aphasiology, 
28(11), 1281-1300. doi:10.1080/02687038.2014.928664 
Grawburg, Howe, Worrall, & Scarinci. (2013). Third-party disability in family 
members of people with aphasia: a systematic review. Disability and 
Rehabilitation, 35(16), 1324-1341. doi:10.3109/09638288.2012.735341 
Grohn, Worrall, Simmons-Mackie, & Hudson. (2014). Living successfully with 
aphasia during the first year post-stroke: A longitudinal qualitative 
study. Aphasiology, 28(12), 1405-1425. 
doi:10.1080/02687038.2014.935118 
Halle, & Le Dorze. (2014). Understanding significant others' experience of 
aphasia and rehabilitation following stroke. Disability and 
Rehabilitation, 36(21), 1774-1782. doi:10.3109/09638288.2013.870608 
Hammel, Magasi, Heinemann, Whiteneck, Bogner, & Rodriguez. (2008). What 
does participation mean? An insider perspective from people with 
disabilities. Disability and Rehabilitation, 30(19), 1445-1460. 
doi:10.1080/09638280701625534 
Health Service Executive. (2017). Committee on the Future of Healthcare - 
Sláintecare Report May 2017.   Retrieved from 
https://www.gov.ie/en/publication/b14b24-about-slaintecare/ Access 
date: 30.10.2020 
Health Service Executive. (2020a). hseland.ie Cúram le Eolas.   Retrieved from 
http://www.hseland.ie/dash/Account/Login Access date: 18.08.2020 
Health Service Executive. (2020b). Management of Post-stroke Depression. 
Care Pathway.   Retrieved from 
https://www.hse.ie/eng/about/who/cspd/ncps/stroke/resources/ Access 
date: 10.08.2020 
Health Service Executive (HSE). (2017). Living well with a chronic condition: 
Framework for self-management support national framework and 
implementation plan for self-management support for chronic 
conditions: COPD, asthma, diabetes and cardiovascular disease.  
Health Service Executive (HSE). (2018). National Service Plan 2019.   
Retrieved from 
https://www.hse.ie/eng/services/publications/serviceplans/ Access date: 
30.10.2020 
 
341 | P a g e  
 
Health Service Executive (HSE). (2019). National strategy & policy for the 
provision of neuro-rehabilitation services in Ireland: from theory to 
action. Implementation framework 2019-2021.   Retrieved from 
https://www.hse.ie/eng/services/list/4/disability/neurorehabilitation/ 
Access date: 30.10.2020 
Health Service Executive Quality and Clinical Care Directorate. (2012). Stroke 
Clinical Care Programme Model of Care.   Retrieved from 
https://www.hse.ie/eng/about/who/cspd/ncps/stroke/moc/ Access date: 
30.10.2020 
Heard, O’Halloran, & McKinley. (2017). Communication partner training for 
health care professionals in an inpatient rehabilitation setting: A parallel 
randomised trial. International Journal of Speech–Language Pathology, 
19, 277-286.  
Hemsley, Werninck, & Worrall. (2013). “That really shouldn't have happened”: 
People with aphasia and their spouses narrate adverse events in hospital. 
Aphasiology, 27(6), 706-722. doi:10.1080/02687038.2012.748181 
Hersh. (2008). Beyond the ‘plateau’: Discharge dilemmas in chronic aphasia. 
Aphasiology, 12, 207-218. doi:10.1080/02687039808249447 
Hersh. (2015). Hopeless, sorry, hopeless: Co-constructing narratives of care 
with people who have aphasia post-stroke. Topics in Language 
Disorders, 35(3), 219-237.  
Hilari, & Northcott. (2006). Social support in people with chronic aphasia. 
Aphasiology, 20(1), 17-36. doi:10.1080/02687030500279982 
Hilari, & Northcott. (2016). “Struggling to stay connected”: comparing the 
social relationships of healthy older people and people with stroke and 
aphasia. Aphasiology, 1-14. doi:10.1080/02687038.2016.1218436 
Holland, Fromm, Forbes, & MacWhinney. (2017). Long-term recovery in 
stroke accompanied by aphasia: a reconsideration. Aphasiology, 31(2), 
152-165. doi:10.1080/02687038.2016.1184221 
Holland, Watkins, Boaden, & Lightbody. (2018). Fidelity to a motivational 
interviewing intervention for those with post-stroke aphasia: A small-
scale feasibility study. 25, Topics in Stroke Rehabilitation(54-60). 
doi:10.1080/10749357.2017.1376916 
Horgan. (2013). Communication is key. World of Irish nursing & midwifery: 
Journal of the Irish Nurses Organisation, 21(1).  
Horgan, Walsh, Galvin, Macey, & Loughnane. (2014). National Survey of 
Stroke Survivors 2013: Experiences and long-term needs reported by 
stroke survivors living in the community in Ireland. Dublin: National 
Disability Authority/Irish Heart Foundation. 
Horton, Lane, & Shiggins. (2015). Supporting communication for people with 
aphasia in stroke rehabilitation: transfer of training in a 
multidisciplinary stroke team. Aphasiology, 30(5), 629-656. 
doi:10.1080/02687038.2014.1000819 
Howe, Davidson, Worrall, Hersh, Ferguson, Sherratt, & Gilbert. (2012). 'You 
needed to rehab ... families as well': family members' own goals for 
aphasia rehabilitation. International Journal of Language and 
 
342 | P a g e  
 
Communication Disorders, 47(5), 511-521. doi:10.1111/j.1460-
6984.2012.00159.x 
Howe, Worrall, & Hickson. (2008). Interviews with people with aphasia: 
Environmental factors that influence their community participation. 
Aphasiology, 22(10), 1092-1120. doi:10.1080/02687030701640941 
Hughes, Freiermuth, Shepherd-Banigan, Ragsdale, Eucker, Goldstein, . . . 
Williams Jr. (2019). Emergency Department Interventions for Older 
Adults: A Systematic Review. Journal of the American Geriatrics 
Society, 67(7), 1516-1525. doi:10.1111/jgs.15854 
Irish Association of Speech and Language Therapists (IASLT). (2020). IASLT 
Strategic Plan 2020-2022. Retrieved from Ireland:  
Irish Health Research Forum. (2015). Document on: public and patient 
involvement (PPI) in research. Dublin: Irish Health Research Forum. 
Isaksen, & Jensen. (2018). The (S)CAse of Denmark: multisite implementation 
of supported conversation for adults with aphasia (SCA™). 
Aphasiology, 32(sup1), 101-102. doi:10.1080/02687038.2018.1487015 
Jensen, Løvholt, Sørensen, Blüdnikow, Iversen, Hougaard, . . . Forchhammer. 
(2014). Implementation of supported conversation for communication 
between nursing staff and in-hospital patients with aphasia. 
Aphasiology, 29(1), 57-80. doi:10.1080/02687038.2014.955708 
Kagan. (2011). A-FROM in action at the Aphasia Institute. Seminars in Speech 
and Language, 32(3), 216-228.  
Kagan, Black, Duchan, Simmons-Mackie, & Square. (2001). Training 
volunteers as conversation partners using ‘supported conversation for 
adults with aphasia’ (SCA): A controlled trial. Journal of Speech, 
Language, and Hearing Research, 44, 624–638.  
Kagan, Simmons-Mackie, & Victor. (2018). Addressing the challenge of 
capturing conversation for busy clinicians and/or researchers: evaluation 
of BOMPA (Basic Outcome Measure Protocol for Aphasia). 
Aphasiology, 32(sup1), 107-108. doi:10.1080/02687038.2018.1485859 
Katz, Hallowell, Code, Armstrong, Roberts, Pound, & Katz. (2000). A 
multinational comparison of aphasia management practices. 
International Journal of Language and Communication Disorders, 
35(2), 303-314. doi:10.1080/136828200247205 
Kauhanen, Korpelainen, Hiltunen, Määttä, Mononen, Brusin, & Myllylä. 
(2000). Aphasia, depression, and non-verbal cognitive impairment in 
ischaemic stroke. Cerebrovascular Diseases, 10, 455-461. 
doi:10.1159/000016107 
Keane. (2014). Report of the expert panel on medical need for medical card 
eligibility.   Retrieved from 
www.hse.ie/eng/services/publications/corporate/expertpanelmedicalneed
.pdf Access date: 30.10.2020 
Kelly, Kennedy, Britton, McGuire, & Law. (2016). Narrowing the “digital 
divide”—facilitating access to computer technology to enhance the lives 
of those with aphasia: a feasibility study. Aphasiology, 30(2-3), 133-163. 
doi:10.1080/02687038.2015.1077926 
 
343 | P a g e  
 
Kneebone. (2015). Stepped psychological care after stroke. Disability and 
Rehabilitation, 38, 1836–1843. doi:10.3109/09638288.2015.1107764 
Kneebone. (2016). A Framework to Support Cognitive Behavior Therapy for 
Emotional Disorder After Stroke. Cognitive and Behavioral Practice, 
23(1), 99-109. doi:https://doi.org/10.1016/j.cbpra.2015.02.001 
Kong. (2011). Family members' report on speech-language pathology and 
community services for persons with aphasia in Hong Kong. Disability 
and Rehabilitation, 33(25-26), 2633-2645. 
doi:10.3109/09638288.2011.579220 
Kong, & Tse. (2018). Clinician survey on speech pathology services for people 
with aphasia in hong kong. Clinical Archives of Communication 
Disorders, 3(3), 201-212.  
Kuruvilla, Mays, Pleasant, & Walt. (2006). Describing the impact of health 
research: a Research Impact Framework. BMC Health Services 
Research, 6, 134. doi:10.1186/1472-6963-6-134 
Langhorne, Baylan, & Early Supported Discharge Trialists. (2017). Early 
supported discharge services for people with acute stroke. Cochrane 
Database of Systematic Reviews, 7. 
doi:10.1002/14651858.CD000443.pub4. 
Langlois, Tunçalp, Norris, Askewb, & Ghaffara. (2018). Qualitative evidence to 
improve guidelines and health decision-making. Bulletin of the World 
Health Organization, 96, 79–79A. doi:10.2471/BLT.17.206540 
Lanyon, Worrall, & Rose. (2018). Exploring participant perspectives of 
community aphasia group participation: from “I know where I belong 
now” to “Some people didn’t really fit in”. Aphasiology, 32(2), 139-163. 
doi:10.1080/02687038.2017.1396574 
Le Dorze, Salois-Bellerose, Alepins, Croteau, & Hallé. (2014). A description of 
the personal and environmental determinants of participation several 
years post-stroke according to the views of people who have aphasia. 
Aphasiology, 28(4), 421-439. doi:10.1080/02687038.2013.869305 
Legg, Young, & Bryer. (2005). Training sixth-year medical students in 
obtaining case-history information from adults with aphasia. 
Aphasiology, 19(6), 559-575. doi:10.1080/02687030544000029 
Manning, Cuskelly, Russ, & Franklin. (2020). Supporting people with post-
stroke aphasia to live well: A cross-sectional survey of Speech & 
Language Therapists in Ireland. Health & Social Care in the 
Community, 28(6), 2117-2124. doi:10.1111/hsc.13021 
Manning, MacFarlane, Hickey, & Franklin. (2019). Perspectives of people with 
aphasia post-stroke towards personal recovery and living successfully: A 
systematic review and thematic synthesis. PloS One, 14(3), e0214200. 
doi:10.1371/journal.pone.0214200 
Mc Menamin, Tierney, & Mac Farlane. (2015a). Addressing the long-term 
impacts of aphasia: how far does the Conversation Partner Programme 
go? Aphasiology, 29(8), 889-913. doi:10.1080/02687038.2015.1004155 
Mc Menamin, Tierney, & Mac Farlane. (2015b). “Who decides what criteria are 
important to consider in exploring the outcomes of conversation 
 
344 | P a g e  
 
approaches? A participatory health research study”. Aphasiology, 29(8), 
914-938. doi:10.1080/02687038.2015.1006564 
McElwaine, McCormack, & Harbison. (2015). On behalf of the National Stroke 
Programme Audit Steering Group IHF/HSE National Stroke Audit 2015. 
Dublin: Irish Heart Foundation (IHF) & Health Service Executive. 
McElwaine, McCormack, & Harbison. (2016). Irish Heart Foundation/HSE 
National Stroke Audit Rehabilitation Units 2016. Dublin: Irish Heart 
Foundation/HSE  
McKinley, & O’Halloran. (2016). Communication partner training for nurses: A 
pilot study of an online learning program. Journal of Clinical Practice 
in Speech–Language Pathology, 18, 89-93.  
McMenamin, Tierney, & MacFarlane. (2018). Using a participatory learning 
and action (PLA) research approach to involve people with aphasia as 
co-researchers in service evaluation: an analysis of co-researchers’ 
experiences. Aphasiology, 32(sup1), 142-144. 
doi:10.1080/02687038.2018.1486380 
Morris, Eccles, Ryan, & Kneebone. (2017). Prevalence of anxiety in people 
with aphasia after stroke. Aphasiology, 31, 1410-1415. 
doi:10.1080/02687038.2017.1304633 
National Clinical Programme for Stroke. (2012). Acute Stroke Management 
Care Bundle for ED and AMU Version: 1.2. Dublin: Health Services 
Executive. 
National Clinical Programme for Stroke. (2016). Stroke Unit Management Care 
Bundle Version: 2.1. Dublin: Health Services Executive. 
National Clinical Programme for Stroke. (2017). National guideline for 
swallow screening in stroke. Ireland: Health Services Executive. 
National Institute for Health and Care Excellence. (2016). Depression in adults 
with a chronic physical health problem: Treatment and management. 
NICE clinical guideline 91. UK: NICE. 
National Stroke Foundation. (2010). Clinical guidelines for stroke management. 
Melbourne, Australia: National Stroke Foundation. 
Northcott, Burns, Simpson, & Hilari. (2015). 'Living with Aphasia the Best 
Way I Can': A Feasibility Study Exploring Solution-Focused Brief 
Therapy for People with Aphasia. Folia Phoniatrica Et Logopaedica, 
67(3), 156-167. doi:10.1159/000439217 
Northcott, & Hilari. (2011). Why do people lose their friends after a stroke? 
International Journal of Language and Communication Disorders, 
46(5), 524-534. doi:10.1111/j.1460-6984.2011.00079.x 
Northcott, & Hilari. (2018). "I've got somebody there, someone cares": what 
support is most valued following a stroke? Disability and 
Rehabilitation, 40(20), 2439-2448. 
doi:10.1080/09638288.2017.1337242 
Northcott, Simpson, Moss, Ahmed, & Hilari. (2017). How do speech-and-
language therapists address the psychosocial well-being of people with 
aphasia? Results of a UK online survey. International Journal of 
 
345 | P a g e  
 
Language and Communication Disorders, 52(3), 356-373. 
doi:10.1111/1460-6984.12278 
O'Halloran, Lee, Rose, & Liamputtong. (2014). Creating communicatively 
accessible healthcare environments: perceptions of speech-language 
pathologists. International Journal of Speech-Language Pathology, 
16(6), 603-614. doi:10.3109/17549507.2014.894125 
O’Reilly, Lee, O’Sullivan, Cullen, Kennedy, & MacFarlane. (2017). Assessing 
the facilitators and barriers of interdisciplinary team working in primary 
care using normalisation process theory: An integrative review. PloS 
One, 12(5), e0177026. doi:10.1371/journal.pone.0177026 
Oireachtas Library and Research Service. (2014). Spotlight: GPs and the Irish 
primary care system: Towards universal primary care? Dublin: 
Oireachtas Library & Research Service  
Outpatient Service Trialists. (2003). Therapy-based rehabilitation services for 
stroke patients at home. Cochrane Database of Systematic Reviews. 
doi:10.1002/14651858.CD002925 
Palmer, & Paterson. (2013). To what extent can people with communication 
difficulties contribute to health research? Nurse Researcher, 20(3), 12-
16.  
Palmer, Witts, & Chater. (2018). What speech and language therapy do 
community dwelling stroke survivors with aphasia receive in the UK? 
PloS One, 13(7), e0200096-e0200096. 
doi:10.1371/journal.pone.0200096 
Paolucci. (2008). Epidemiology and treatment of post-stroke depression. 
Neuropsychiatric Disease and Treatment, 4(1), 145-154. 
doi:10.2147/ndt.s2017 
Parr. (2001). Psychosocial aspects of aphasia: Whose perspectives? Folia 
Phoniatrica Et Logopaedica, 53(5), 266-288. doi:10.1159/000052681 
Pearl, Sage, & Young. (2011). Involvement in volunteering: an exploration of 
the personal experience of people with aphasia. Disability and 
Rehabilitation, 33(19-20), 1805-1821. 
doi:10.3109/09638288.2010.549285 
Pound. (2013). An exploration of the friendship experiences of working-age 
adults with aphasia. (PhD), Brunel University London, UK.    
Power, Falkenberg, Barnes, Elbourn, Attard, & Togher. (2020). A pilot 
randomized controlled trial comparing online versus face-to-face 
delivery of an aphasia communication partner training program for 
student healthcare professionals. International Journal of Language and 
Communication Disorders, n/a(n/a). doi:10.1111/1460-6984.12556 
Prior, Miller, Campbell, Linegar, & Peterson. (2020). The challenges of 
including patients with aphasia in qualitative research for health service 
redesign: Qualitative interview study. J Participat Med, 12(1). 
doi:10.2196/12336 
Read, & Palmer. (2013). A stroke staff training programme involving expert 
patients: a case study of its impact on staff and service development. 
International Practice Development Journal, 3(2).  
 
346 | P a g e  
 
Rose, Ferguson, Power, Togher, & Worrall. (2014). Aphasia rehabilitation in 
australia: Current practices, challenges and future directions. 
International Journal of Speech-Language Pathology, 16(2), 169-180.  
Rotherham, Howe, & Tillard. (2015). “We just thought that this was 
Christmas”: perceived benefits of participating in aphasia, stroke, and 
other groups. Aphasiology, 29(8), 965-982. 
doi:10.1080/02687038.2015.1016887 
Royal College of Physicians, & Sentinel Stroke National Audit Programme 
(SSNAP). (2015). Sentinel Stroke National Audit Programme (SSNAP), 
Post-acute Organisational Audit. Retrieved from  
Ryan, Hudson, Worrall, Simmons-Mackie, Thomas, Finch, . . . Lethlean. 
(2017). The Aphasia Action, Success, and Knowledge Programme: 
Results from an Australian Phase I Trial of a Speech-Pathology-Led 
Intervention for People with Aphasia Early Post Stroke. Brain 
Impairment, 18(3), 284-298. doi:10.1017/BrImp.2017.5 
Santo Pietro, Marks, & Mullen. (2019). When Words Fail: Providing Effective 
Psychological Treatment for Depression in Persons with Aphasia. 
Journal of Clinical Psychology in Medical Settings. 
doi:10.1007/s10880-019-09608-4 
Sekhon, Oates, Kneebone, & Rose. (2019). Counselling training for speech-
language therapists working with people affected by post-stroke 
aphasia: a systematic review. International Journal of Language and 
Communication Disorders, 54(3), 321-346. doi:10.1111/1460-
6984.12455 
Shehata, El Mistikawi, Al Sayed, & Hassan. (2015). The effect of aphasia upon 
personality traits, depression and anxiety among stroke patients. Journal 
of Affective Disorders, 172, 312-314. doi:10.1016/j.jad.2014.10.027 
Shiggins, Soskolne, Olenik, Pearl, Haaland-Johansen, Isaksen, . . . Horton. 
(2018). Towards an asset-based approach to promoting and sustaining 
well-being for people with aphasia and their families: an international 
exploratory study. Aphasiology, 1-32. 
doi:10.1080/02687038.2018.1548690 
Shrubsole, Worrall, & Power. (2019). Closing the evidence-practice gaps in 
aphasia management: Are we there yet? Where has a decade of 
implementation research taken us? A review and guide for clinicians. 
Aphasiology, 33(8), 970-995. doi:10.1080/02687038.2018.1510112 
Shrubsole, Worrall, Power, & O’Connor. (2017). Recommendations for post-
stroke aphasia rehabilitation: an updated systematic review and 
evaluation of clinical practice guidelines. Aphasiology, 31(1), 1-24. 
doi:10.1080/02687038.2016.1143083 
Simmons-Mackie, Kagan, O'Neill Christie, Huijbregts, McEwen, & Willems. 
(2007). Communicative access and decision making for people with 
aphasia: Implementing sustainable healthcare systems change. 
Aphasiology, 21(1), 39-66. doi:10.1080/02687030600798287 
Simmons-Mackie, Raymer, & Cherney. (2016). Communication Partner 
Training in Aphasia: An Updated Systematic Review. Archives of 
 
347 | P a g e  
 
Physical Medicine and Rehabilitation, 97(12), 2202-2221 e2208. 
doi:10.1016/j.apmr.2016.03.023 
Simmons-Mackie, Worrall, Shiggins, Isaksen, McMenamin, Rose, . . . Wallace. 
(2019). Beyond the statistics: a research agenda in aphasia awareness. 
Aphasiology, 1-14. doi:10.1080/02687038.2019.1702847 
Sorin-Peters, McGilton, & Rochon. (2010). The development and evaluation of 
a training programme for nurses working with persons with 
communication disorders in a complex continuing care facility. 
Aphasiology, 24, 1511-1536.  
Taylor, Pinnock, Epiphaniou, Pearce, Parke, Schwappach, & et al. (2014). A 
rapid synthesis of the evidence on interventions supporting self-
management for people with long-term conditions: PRISMS – Practical 
systematic RevIew of Self-Management Support for long-term 
conditions. Health Services and Delivery Research, 2.  
Terrill, Reblin, MacKenzie, Cardell, Einerson, Berg, . . . Richards. (2018). 
Development of a novel positive psychology-based intervention for 
couples post-stroke. Rehabilitation Psychology, 63, 43–54. 
doi:10.1037/rep0000181 
Thomas, Walker, Macniven, Haworth, & Lincoln. (2013). Communication and 
Low Mood (CALM): a randomized controlled trial of behavioural 
therapy for stroke patients with aphasia. Clinical Rehabilitation, 27(5), 
398-408. doi:10.1177/0269215512462227 
Tierney, O’Sullivan, Hickey, Hannigan, May, Cullen, . . . MacFarlane. (2016). 
Do primary care professionals agree about progress with 
implementation of primary care teams: results from a cross sectional 
study. BMC Family Practice, 17(1), 163. doi:10.1186/s12875-016-0541-
9 
Van Rijssen, Veldkamp, Meilof, & Van Ewijk. (2018). Feasibility of a 
communication program: improving communication between nurses 
and persons with aphasia in a peripheral hospital. Aphasiology, 33, 
1393–1409.  
Verna, Davidson, & Rose. (2009). Speech-language pathology services for 
people with aphasia: A survey of current practice in Australia. 
International Journal of Speech-Language Pathology, 11(3), 191–205.  
Welsh, & Szabo. (2011). Teaching nursing assistant students about aphasia and 
communication. Seminars in Speech andLanguage, 32, 243–255.  
Wilson, Roper, Marshall, Galliers, Devane, Booth, & Woolf. (2015). Codesign 
for people with aphasia through tangible design languages. CoDesign, 
11(1), 21-34. doi:10.1080/15710882.2014.997744 
World Health Organisation. (2016). Framework on integrated, people-centred 
health services (World Health Organisation Ed.). Geneva: World Health 
Organisation. 
World Medical Association. (2013). WMA Declaration of Helsinki - Ethical 
Principles for Medical Research Involving Human Subjects.   Retrieved 
from http://www.wma.net/en/30publications/10policies/b3/index.html 
Access date: February 2017 
 
348 | P a g e  
 
Worrall. (2019). The seven habits of highly effective aphasia therapists: The 
perspective of people living with aphasia. International Journal of 
Speech-Language Pathology, 21(5), 438-447. 
doi:10.1080/17549507.2019.1660804 
Worrall, Sherratt, Rogers, Howe, Hersh, Ferguson, & Davidson. (2011). What 
people with aphasia want: Their goals according to the ICF. 
Aphasiology, 25(3). doi:10.1080/02687038.2010.508530 
Wray, & Clarke. (2017). Longer-term needs of stroke survivors with 
communication difficulties living in the community: a systematic review 
and thematic synthesis of qualitative studies. Bmj Open, 7(10). 
doi:10.1136/bmjopen-2017-017944 
Wray, Clarke, & Forster. (2018). Post-stroke self-management interventions: a 
systematic review of effectiveness and investigation of the inclusion of 
stroke survivors with aphasia. Disability and Rehabilitation, 40(11), 
1237-1251. doi:10.1080/09638288.2017.1294206 
Wray, Clarke, & Forster. (2019). How do stroke survivors with communication 
difficulties manage life after stroke in the first year? A qualitative study. 
International Journal of Language and Communication Disorders, 
54(5), 814-827. doi:10.1111/1460-6984.12487 
Wray, Clarke, & Forster. (2020). “Guiding them to take responsibility”: 
exploring UK speech and language therapists’ views of supporting self-
management of aphasia. Aphasiology, 34(4), 411-430. 
doi:10.1080/02687038.2019.1697865 
 




350 | P a g e          
  
 








Appendix 1 Copyright of published articles 
351 | P a g e  
 







352 | P a g e  
 
Appendix 2 PPI contributor recruitment documents 
STUDY INFORMATION 
Study title 
What are the important components of effective and 
relevant service delivery for people with aphasia post-
stroke of working age according to people with aphasia, 
their significant others and clinicians?  
 
Research team 
PhD Scholar, Molly Manning (University of Limerick) 
Supervised by: 
Professor Sue Franklin (University of Limerick) 
Professor Anne Hickey (Royal College of Surgeons in 
Ireland) 
Professor Anne MacFarlane (University of Limerick) 
 
What is the study about? 
To find out about the experiences and opinions of people 
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We are particularly interested in support services for 
people with aphasia of working age (18-65 years). 
The project will last 3 years and includes several smaller 
studies. 
What is the Advisory Group? 
The Advisory Group will include 2-3 people with aphasia. 
The Advisory Group will help the researchers to do research 
that is relevant to people with aphasia.  
 
Do I have to do take part in this research?   
No. And it will not affect access to any future treatment. 
 
What will I have to do if I am on the Advisory Group? 
• You will come to a maximum of 7 meetings between 
2017 and 2019. 
• Each meeting will last a maximum of 3 hours, with a 
break. 
• The maximum time you will spend in total is 21 
hours. 
• The sessions may be audio-recorded. 
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• You will help to make the research relevant to people 
with aphasia. 
• You will help to make aphasia-friendly documents. 




Who can be on the Advisory Group? 
• 2-3 People who have aphasia after a stroke: 
o Aged 18-65 years.  
o English-speakers.  
o No severe hearing or cognitive problems. 
o It has been at least 1 year since the stroke. 
• Molly Manning, PhD researcher. 
 
Where will the Advisory Group meet?  
In the Department of Clinical Therapies in the University of 
Limerick.  
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 What are the benefits of taking part in the study? 
There is no pay.  
The study will help the research team to understand the 
experiences and opinions of people affected by aphasia 
towards support services.  This will tell us about the quality 
of these services. This is important for planning good 
services. The Advisory Group will help to make sure that 
this research is relevant and accurate. 
 
Are there any risks? 
There are no risks. If you are tired or emotional during the 
meetings, you can take a break or stop whenever you 
want. 
  
Is the research confidential? 
• YES - Your information will be kept private. 
• The information you give will be used as part of a 
larger study. 
• The results may be presented at a conference and in 
a scientific journal. 
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• You will never be named in the research. 
• Information will be destroyed after 7 years.  
• You can ask for a copy of the audio-recording, 
transcript of Advisory Group meetings and the 
research findings. 
• You can review these to make sure that we have 
heard you correctly. 
 
 
Can I change my mind? 
YES – AT ANY TIME 
 
 
Who do I contact if I am interested in taking part? 
[REFERRING ORGANISATION WILL DECIDE IF POTENTIAL 
















Molly Manning (PhD Student) 
 
Phone:  061-202113  
 
 




Address: Dept. of Clinical Therapies,  
Faculty of Education and Health 
Sciences,  
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Can I complain? 
YES 
Complaints or queries about the study can be directed to:  
Professor Sue Franklin,  
Professor of Speech & Language Therapy,  
Department of Clinical Therapies,  





Education and Health Sciences Research Ethics Committee 
EHS Faculty Office 
University of Limerick 





This research has received ethical approval from the 
University of Limerick Research Ethics Committee.  
EHSREC approval number: 2016_09_06_EHS. 
 







What are the important components of effective and relevant service 
delivery for people with aphasia post-stroke of working age according to 
people with aphasia, their significant others and clinicians?  
 
I read the information leaflet     
YES  NO  
 
I had an opportunity to ask questions    
YES  NO  
 
I was satisfied with the answers to my 
questions    
YES  NO  
 
I understand what is involved    
YES  NO  
 
I understand that information is kept safe 
and private  
YES  NO  
 
I know that I will not be named in any 
reports or talks about this study                      
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I know I can stop at any time                                 
YES  NO  
 
I agree to being audio-recorded                 
YES  NO  
 
I understand that I can ask for a copy of 
the audio-recording, the interview 
transcript and the research findings. 
I can review these to make sure that I 
have been heard correctly. 
YES  NO  
 
I agree to participate in this study as a member of the 
Advisory Group 
Name: (please print): __________________________ 
 
 
___________________________________  ________________________ 
You Sign Here                      Date 
 
___________________________________  ________________________ 











Molly Manning (PhD Student) 
 
Phone:  061-202113  
 
 




Address: Dept. of Clinical Therapies,  
Faculty of Education and Health 
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This research has received ethical approval from the 
University of Limerick Research Ethics Committee.  
EHSREC approval number: 2016_09_06_EHS. 
 




Education and Health Sciences Research Ethics Committee 
EHS Faculty Office 
University of Limerick 
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Appendix 3 Methods for meaningful involvement of PPI contributors 
 
We met in the Health Sciences building, UL. Sessions lasted a maximum of 3 
hours and were facilitated by Molly Manning and Sue Franklin both qualified 
Speech and Language Therapists. Ethical approval, initially granted for 7 
sessions in total, was extended to a total of 10 sessions following discussion and 
agreement with each group member. We drew on prior participatory research by 
Mc Menamin and colleagues and used participatory learning and action (PLA) 
and adapted PLA tools to create a collaborative and productive research space 
(Mc Menamin, Tierney, & Mac Farlane, 2015a, 2015b; McMenamin, Tierney, & 
MacFarlane, 2018; O'Reilly-de Brun et al., 2018). PLA techniques are highly 
visible and designed to be inclusive and democratic (O'Reilly-de Brun et al., 
2018) and have previously been used with PWA in evaluating community 
services (Mc Menamin et al., 2015a, 2015b).   
We also used aphasia-friendly communication strategies such as 
supported conversation techniques, accessible written materials, informed 
consent processes, slides and agendas and members identified strategies they 
found helpful (Dalemans, Wade, van den Heuvel, & de Witte, 2009; Kagan, 
1998; Luck & Rose, 2007; Pearl, 2014; Pound, 2013; Rose, Worrall, Hickson, & 
Hoffmann, 2012). We regularly monitored for fatigue and provided lunch and 
refreshments. At our first meeting, members agreed the following group 
discussion rules: (1) everyone would have enough time to express themselves; 
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(2) everyone would have a chance to speak and to have a turn; and (3) members 
would not interrupt each other or finish one another’s sentences. These rules and 
ethical consent were re-visited at the start of each session. 
Initially, we used a round-robin approach, addressing each member by 
name and encouraging them to express themselves. After 2-3 sessions, we found 
that this strategy was no longer required, although we continued to monitor the 
relative contribution of each member to ensure participation was equalised.  At 
each meeting, we tried to ensure that each member was given adequate time to 
express their views. We provided pen / paper / stickies etc. to support expression, 
however no member elected to use these.  Agreements and contributions were 
recorded visually on stickies and validated in real-time, often using PLA 
techniques. We used participatory techniques to facilitate this discussion as 
described in the table below. It allowed me to get to know the concepts as they 
apply in real life and in lay terms as the group essentially helped to ‘translate’ 
concepts from the literature into lay and insider language.  






The group was presented with 
aphasia-friendly summaries of 
key content to be explored and 
discussed. Members were 
invited to comment and give 
their views. Specific prompt 
questions were used when 
necessary to generate 
discussion. For each finding, 
members’ views were written 
onto stickies and sorted into 
— Providing feedback on the 
findings of the systematic 
review and qualitative 
evidence synthesis 
— Advising on the practicalities 
of conducting interviews with 
PWA 
— Giving feedback on draft 
survey questions to ask 
Speech and Language 
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categories, or groupings of 
similar ideas (MM). 
Therapists about in terms of 
the quality and relevance of 
current health & related 
services in Ireland 




The stickies co-generated in 
flexible brainstorming were 
read aloud to member-check 




To understand the relative 
importance of various 
concepts to explore in 
interviews, the concepts (co-
generated using above 
techniques) were presented to 
members. The technique was 
explained and demonstrated. 
Members were given an equal 
number of votes (10 
paperclips) to distribute. Votes 
were counted. The group 
discussed the outcome to 
verify its acceptability (using 
interview the chart technique).  
 
Establishing the key concepts to 
be prompted in interviews, if 
necessary. 
 
At the close of each session, members were supported to evaluate the 
session (including the extent to which they felt supported to participate, the extent 
to which their views were heard and any suggestions for changes to the session 
format). Following each session, MM and SF discussed their impressions of how 
the session went and areas to improve. MM formally reflected on the session by 
listening to the audio-recording and collated the group contributions. 
We conducted a total of 8 sessions, including 7 group meetings (21 hours) 
and one practice interview with each member (and one spouse). It is planned that 
we will meet twice again in the future post-lockdown and that members will: 1) 
provide feedback on the findings of the integration study, plan dissemination and 
next steps; 2) and explore and reflect upon their experience of taking part in the 
research. 
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Appendix 4 Systematic Review reporting checklists (paper 3): ENTREQ; PRISMA 
Enhancing transparency in reporting the synthesis of qualitative research: the ENTREQ statement  
No Item Guide and description Page 




Identify the synthesis methodology or theoretical framework which underpins the synthesis and describe 
the rationale for choice of methodology (e.g. meta-ethnography, thematic synthesis, critical interpretive 







Indicate whether the search was pre-planned (comprehensive search strategies to seek all available 





Specify the inclusion/exclusion criteria (e.g. in terms of population, language, year limits, type of 
publication, study type).  
92-2 
5  Data sources 
Describe the information sources used (e.g. electronic databases (MEDLINE, EMBASE, CINAHL, psycINFO, 
Econlit), grey literature databases (digital thesis, policy reports), relevant organisational websites, experts, 
information specialists, generic web searches (Google Scholar) hand searching, reference lists) and when 





Describe the literature search (e.g. provide electronic search strategies with population terms, clinical or 






Describe the process of study screening and sifting (e.g. title, abstract and full text review, number of 
independent reviewers who screened studies).  
91 
Appendix 4 Systematic Review reporting checklists (paper 3): ENTREQ; PRISMA 
368 | P a g e  
 




Present the characteristics of the included studies (e.g. year of publication, country, population, number 





Identify the number of studies screened and provide reasons for study exclusion (e.g., for comprehensive 
searching, provide numbers of studies screened and reasons for exclusion indicated in a figure/flowchart; 
for iterative searching describe reasons for study exclusion and inclusion based on modifications to the 





Describe the rationale and approach used to appraise the included studies or selected findings (e.g. 
assessment of conduct (validity and robustness), assessment of reporting (transparency), assessment of 
content and utility of the findings).  
92-3 
11  Appraisal items 
State the tools, frameworks and criteria used to appraise the studies or selected findings (e.g. Existing 
tools: CASP, QARI, COREQ, Mays and Pope [25]; reviewer developed tools; describe the domains assessed: 





Indicate whether the appraisal was conducted independently by more than one reviewer and if 





Present results of the quality assessment and indicate which articles, if any, were weighted/excluded 
based on the assessment and give the rationale. 
96-7 
14  Data extraction 
Indicate which sections of the primary studies were analysed and how were the data extracted from the 
primary studies? (e.g. all text under the headings “results /conclusions” were extracted electronically and 
entered into a computer software).  
97 




Identify who was involved in coding and analysis. 
93 
17  Coding Describe the process for coding of data (e.g. line by line coding to search for concepts).  93 
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Describe how were comparisons made within and across studies (e.g. subsequent studies were coded into 





Explain whether the process of deriving the themes or constructs was inductive or deductive. 
93 
20  Quotations 
Provide quotations from the primary studies to illustrate themes/constructs and identify whether the 





Present rich, compelling and useful results that go beyond a summary of the primary studies (e.g. new 
interpretation, models of evidence, conceptual models, analytical framework, development of a new 
theory or construct).  
97+ 
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Section/topic  # Checklist item  Reported on page #  
TITLE   
Title  1 Identify the report as a systematic review, meta-analysis, or 
both.  
 
This was a systematic review and 
qualitative evidence synthesis 
(thematic synthesis) following a 
systematic process informed both 




ABSTRACT   
Structured 
summary  
2 Provide a structured summary including, as applicable: 
background; objectives; data sources; study eligibility criteria, 
participants, and interventions; study appraisal and synthesis 
methods; results; limitations; conclusions and implications of 
key findings; systematic review registration number.  
See 3.1 
INTRODUCTION   
Rationale  3 Describe the rationale for the review in the context of what is 
already known.  
See 3.2 
Objectives  4 Provide an explicit statement of questions being addressed 
with reference to participants, interventions, comparisons, 
outcomes, and study design (PICOS).  
We used the SPIDER framework for 
qualitative literature. See 3.3. 
METHODS   
Protocol and 
registration  
5 Indicate if a review protocol exists, if and where it can be 
accessed (e.g., Web address), and, if available, provide 
registration information including registration number.  
See 3.3 for details of PROSPERO 
protocol, reference 
CRD42017056110. 
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Eligibility criteria  6 Specify study characteristics (e.g., PICOS, length of follow-up) 
and report characteristics (e.g., years considered, language, 
publication status) used as criteria for eligibility, giving 
rationale.  
See 3.3.1-2 and Appendix 6. 
Information sources  7 Describe all information sources (e.g., databases with dates of 
coverage, contact with study authors to identify additional 
studies) in the search and date last searched.  
See Appendix 5 and 3.3.1. 
Search  8 Present full electronic search strategy for at least one 
database, including any limits used, such that it could be 
repeated.  
See Appendix 5. 
Study selection  9 State the process for selecting studies (i.e., screening, 
eligibility, included in systematic review, and, if applicable, 
included in the meta-analysis).  
See 3.3.2 and Appendix 6. 
Data collection 
process  
10 Describe method of data extraction from reports (e.g., piloted 
forms, independently, in duplicate) and any processes for 
obtaining and confirming data from investigators.  
See 3.3.4. and Appendix 8. 
Data items  11 List and define all variables for which data were sought (e.g., 
PICOS, funding sources) and any assumptions and 
simplifications made.  
See 3.3.4 and Appendix 8. 
Risk of bias in 
individual studies  
12 Describe methods used for assessing risk of bias of individual 
studies (including specification of whether this was done at the 
study or outcome level), and how this information is to be used 
in any data synthesis.  
Studies were critically appraised to 
examine the relative contribution of 
individual studies to the final 
interpretations and to inform 
subsequent discussion and analysis. 
See 3.4.3 and Appendix 7. 
Summary measures  13 State the principal summary measures (e.g., risk ratio, 
difference in means).  
N/A 
Synthesis of results  14 Describe the methods of handling data and combining results 
of studies, if done, including measures of consistency (e.g., I2) 
Data were analysed according to the 
Thematic Synthesis method. See 
3.3.5. 
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for each meta-analysis.  
Risk of bias across 
studies  
15 Specify any assessment of risk of bias that may affect the 
cumulative evidence (e.g., publication bias, selective reporting 
within studies).  
A discussion of potential impact of 
language and publication bias is 
included in section 3.5.3 
Methodological critique.  
Additional analyses  16 Describe methods of additional analyses (e.g., sensitivity or 
subgroup analyses, meta-regression), if done, indicating which 
were pre-specified.  
N/A 
RESULTS   
Study selection  17 Give numbers of studies screened, assessed for eligibility, and 
included in the review, with reasons for exclusions at each 




18 For each study, present characteristics for which data were 
extracted (e.g., study size, PICOS, follow-up period) and 
provide the citations.  
Section 3.4 and Appendix 9. 
Risk of bias within 
studies  
19 Present data on risk of bias of each study and, if available, any 
outcome level assessment (see item 12).  
See Critical appraisal summary 3.4.3 
and Appendix 7. 
Results of individual 
studies  
20 For all outcomes considered (benefits or harms), present, for 
each study: (a) simple summary data for each intervention 
group (b) effect estimates and confidence intervals, ideally with 
a forest plot.  
N/A 
Synthesis of results  21 Present results of each meta-analysis done, including 
confidence intervals and measures of consistency.  
See 3.4.4 for findings of thematic 
synthesis. 
Risk of bias across 
studies  
22 Present results of any assessment of risk of bias across 
studies (see Item 15).  
N/A 
Additional analysis  23 Give results of additional analyses, if done (e.g., sensitivity or 
subgroup analyses, meta-regression [see Item 16]).  
N/A 
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DISCUSSION   
Summary of 
evidence  
24 Summarize the main findings including the strength of 
evidence for each main outcome; consider their relevance to 
key groups (e.g., healthcare providers, users, and policy 
makers).  
3.5.1 
Limitations  25 Discuss limitations at study and outcome level (e.g., risk of 
bias), and at review-level (e.g., incomplete retrieval of 
identified research, reporting bias).  
A discussion of potential impact of 
language and publication bias is 
included in section 3.5.3 
Methodological critique. 
Conclusions  26 Provide a general interpretation of the results in the context of 
other evidence, and implications for future research.  
3.5.2 and 3.5.4 
FUNDING   
Funding  27 Describe sources of funding for the systematic review and 
other support (e.g., supply of data); role of funders for the 
systematic review.  
Health Research Board 
(SPHeRE/2013/1) 
 
From:  Moher D, Liberati A, Tetzlaff J, Altman DG, The PRISMA Group (2009). Preferred Reporting Items for Systematic Reviews and Meta-Analyses: The PRISMA 
Statement. PLoS Med 6(7): e1000097. doi:10.1371/journal.pmed1000097 For more information, visit: www.prisma-statement.org.  
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Appendix 5 Systematic Review search strategy 
We designed and optimised a single line search syntax (Sample AND (Design OR Evaluation OR Research type) AND Phenomenon of Interest) 
in EMBASE using free text terms and Emtree headings and synonyms before translating for Medline (Ovid), PubMed, Web-of-Science, Scopus, 
CINAHL and PsycINFO (EBSCO) and MeSH and CINAHL headings. 
Translation of thesaurus and free text terms: 
 Emtree MeSH CINAHL headings PsycINFO 
headings 
Free text terms 
S “aphasia”/ aphasia/ (MH "Aphasia") (DE 








‘qualitative analysis’/de OR 
‘ethnography’/de OR ‘action 
research’/de OR 
‘participatory research’/de 
OR ‘triangulation’/de OR 
‘grounded theory’/de OR 
‘exploratory research’/de 
OR ‘interview’/exp OR 
‘naturalistic inquiry’/de OR 
‘phenomenology’/de OR 





research"/ OR "focus 
groups"/ OR "hermeneutics"/ 
OR "health services 
research"/ OR "grounded 
theory"/ OR "patient 
preference"/  
MH "Qualitative 
Studies+" OR MH 
"Qualitative Validity+" OR 
MH "Phenomenology" OR 
MH "Health Services 
Research+" OR MH 
"Grounded Theory" OR MH 
"Interviews+" OR MH 
"Focus Groups" OR MH 
"Observational Methods+" 
OR MH "Patient Attitudes" 





OR DE "Interviews" 
OR DE "Grounded 



















perceive, construe, hope*, 
wish*, view*, 
ethnograph*, 
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ADJ4 inductive*), (analy* 
ADJ4 thematic*) 
PI ‘return to work’/de 
OR ‘lifestyle and related 
phenomena’/exp OR 
‘education’/exp OR  
‘lifelong learning’/de OR 
‘access to information’/de 
‘social acceptance’/exp OR 
‘self care’/de OR ‘self 
help’/de OR ‘quality of 
life’/de OR ‘identity’/de OR 
‘social participation’/de OR 




wellbeing’/de OR ‘self 
concept’/exp OR ‘human 
relation’/de OR 
‘friendship’/de OR 
‘intimacy’/de OR ‘social 
network’/de OR ‘lifestyle 
and related phenomena’/exp 
exp "work"/ OR exp 
"leisure activities"/ OR exp 
"social environment"/ OR 
exp "interpersonal relations"/ 
OR "social participation"/ 
OR "social support"/ OR 
"patient participation"/ OR 
"psychological support 
systems"/ OR "self 
management"/ OR "friends"/ 
OR "self care"/ OR "health 
care quality, access and 
evaluation"/ OR "quality of 
life"/ OR "self concept"/ OR 
"personal autonomy"/ OR 
exp "interpersonal relations"/ 
OR "return to work"/ OR 
"employment"/ OR 
"education"/ OR "lifelong 
learning"/ 
(MH "Quality of 
Life") OR (MH “Personal 
Growth”) OR (MH “Life 
Purpose”) OR (MH "Social 
Participation") OR (MH 
"Support, Psychosocial+") 
OR (MH "Access to 
Information") OR (MH 
"Autonomy+") OR (MH 
"Self Care") OR (MH "Self 
Concept") OR (MH "Social 
Identity") OR (MH 
"Emotions+") OR (MH 
"Interpersonal Relations+") 
OR (MH "Life Style+") OR 
(MH "Employment+") OR 
(MH "Leisure Activities+") 
(DE "Quality 
of Life" OR DE 
"Recovery (Disorders)" 
OR (DE "Community 
Involvement" OR DE 
"Participation" OR DE 
"Social Support" OR 
DE "Emotions" OR DE 
"Autonomy" OR DE 
"Independence 
(Personality)" OR DE 
"Empowerment" OR 
DE "Self-Care Skills" 
OR DE "Self-Concept" 
OR DE "Leisure Time" 
OR DE 
"Meaningfulness" OR 
DE "Friendship" OR 
DE "Intimacy") 
 





((live OR living) ADJ3 
successful*), (life ADJ3 
quality), HRQL, self-care, 
self-help, “sick role”, 
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OR ‘occupation’/exp OR 
‘social environment’/exp 
OR ‘personal autonomy’/de 
OR ‘self esteem’/de OR 
‘patient autonomy’/de OR 
‘social support’/de 
 
income, drive, driving, 
“going out”, ((life OR liv* 
OR experience) ADJ3 
stroke), ((life OR liv* OR 
experience) ADJ3 
aphasia), (role ADJ3 
change), “everyday life”, 
recovery, meaningful* 
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(('aphasia'/de OR (aphasia OR dysphasia OR aphasic OR dysphasic):ab,ti) AND (‘qualitative research’/exp OR 
‘qualitative analysis’/de OR ‘ethnography’/de OR ‘action research’/de OR ‘participatory research’/de OR ‘triangulation’/de 
OR ‘grounded theory’/de OR ‘exploratory research’/de OR ‘interview’/exp OR ‘naturalistic inquiry’/de OR 
‘phenomenology’/de OR ‘patient attitude’/de OR ‘patient preference’/de OR (qualitative OR ‘action research’ OR ‘grounded 
theory’ OR exploratory OR ‘naturalistic inquiry’ OR ‘focus group’ OR ‘focus groups’ OR ethnograph* OR 
metaethnography OR meta-ethnography OR phenomenology* OR triangulat* OR hermeneutic* OR interview* OR 
participat* OR perspective* OR experience* OR perception* OR perceive OR construe OR attitude* OR opinion* OR 
preference* OR hope* OR wish* OR view* OR think OR thoughts OR feel* or constructivis* OR interpretiv* OR (analy* 
NEAR/4 inductive*) OR (analy* NEAR/4 thematic*)):ab,ti) AND (‘return to work’/de OR ‘lifestyle and related 
phenomena’/exp OR ‘education’/exp OR  ‘lifelong learning’/de OR ‘access to information’/de ‘social acceptance’/exp OR 
‘self care’/de OR ‘self help’/de OR ‘quality of life’/de OR ‘identity’/de OR ‘social participation’/de OR ‘human 
activities’/exp OR ‘emotion’/exp OR ‘wellbeing’/de OR ‘psychological wellbeing’/de OR ‘self concept’/exp OR ‘human 
relation’/de OR ‘friendship’/de OR ‘intimacy’/de OR ‘social network’/de OR ‘lifestyle and related phenomena’/exp OR 
‘occupation’/exp OR ‘social environment’/exp OR ‘personal autonomy’/de OR ‘self esteem’/de OR ‘patient autonomy’/de 
OR ‘social support’/de OR (‘return to work’ OR employment OR education OR ‘lifelong learning’ OR (access NEAR/3 
information) OR acceptance OR ((live OR living) NEAR/3 successful*) OR (life NEAR/3 quality) OR HRQL OR self-care 
OR self-help OR ‘sick role’ OR identity OR impact* OR adapt* OR cope* OR coping OR self-efficacy OR self-image OR 
self-concept OR self-management OR wellbeing OR well-being OR wellness OR participat* OR social* OR friend* OR 
relationship* OR intimacy OR emotion* OR lifestyle OR ‘personal experience’ OR satisfaction OR journey OR inclusion 
OR occupation OR income OR drive OR driving OR ‘going out’ OR ((life OR liv* OR experience) NEAR/3 stroke) OR 
((life OR liv* OR experience) NEAR/3 aphasia) OR (role NEAR/3 change) OR ‘everyday life’ OR independence OR 




TS=((aphasia OR dysphasia OR aphasic OR dysphasic) AND (qualitative OR "action research" OR "grounded 
theory" OR exploratory OR "naturalistic inquiry" OR "focus group" OR "focus groups" OR ethnograph* OR 
metaethnography OR meta-ethnography OR phenomenology* OR triangulat* OR hermeneutic* OR interview* OR 
participat* OR perspective* OR experience* OR perception* OR perceive OR construe OR attitude* OR opinion* OR 
preference* OR hope* OR wish* OR view* OR think OR thoughts OR feel* or constructivis* OR interpretiv* OR (analy* 
NEAR/4 inductive*) OR (analy* NEAR/4 thematic*)) AND ("return to work" OR employment OR education OR "lifelong 
learning" OR (access NEAR/2 information) OR acceptance OR ((live OR living) NEAR/2 successful*) OR (life NEAR/2 
quality) OR HRQL OR self-care OR self-help OR "sick role" OR identity OR impact* OR adapt* OR cope* OR coping OR 
self-efficacy OR self-image OR self-concept OR self-management OR wellbeing OR well-being OR wellness OR participat* 
OR social* OR friend* OR relationship* OR intimacy OR emotion* OR lifestyle OR "personal experience" OR satisfaction 
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OR journey OR inclusion OR occupation OR income OR drive OR driving OR "going out" OR ((life OR liv* OR 
experience) NEAR/2 stroke) OR ((life OR liv* OR experience) NEAR/2 aphasia) OR (role NEAR/2 change) OR "everyday 





(("aphasia"/ OR (aphasia OR dysphasia OR aphasic OR dysphasic).ab,ti.) AND ("qualitative research"/ OR 
"community-based participatory research"/ OR "focus groups"/ OR "hermeneutics"/ OR "health services research"/ OR 
"grounded theory"/ OR "patient preference"/ OR (qualitative OR "action research" OR "grounded theory" OR exploratory 
OR "naturalistic inquiry" OR "focus group" OR "focus groups" OR ethnograph* OR metaethnography OR meta-
ethnography OR phenomenology* OR triangulat* OR hermeneutic* OR interview* OR participat* OR perspective* OR 
experience* OR perception* OR perceive OR construe OR attitude* OR opinion* OR preference* OR hope* OR wish* OR 
view* OR think OR thoughts OR feel* or constructivis* OR interpretiv* OR (analy* ADJ4 inductive*) OR (analy* ADJ4 
thematic*)).ab,ti.) AND (exp "work"/ OR exp "leisure activities"/ OR exp "social environment"/ OR exp "interpersonal 
relations"/ OR "social participation"/ OR "social support"/ OR "patient participation"/ OR "psychological support systems"/ 
OR "self management"/ OR "friends"/ OR "self care"/ OR "health care quality, access and evaluation"/ OR "quality of life"/ 
OR "self concept"/ OR "personal autonomy"/ OR exp "interpersonal relations"/ OR "return to work"/ OR "employment"/ OR 
"education"/ OR "lifelong learning"/ OR (" return to work" OR " employment"  OR " education"  OR " lifelong learning"  
OR (access ADJ3 information) OR acceptance OR ((live OR living) ADJ3 successful*) OR (life ADJ3 quality) OR HRQL 
OR self-care OR self-help OR "sick role" OR identity OR impact* OR adapt* OR cope* OR coping OR self-efficacy OR 
self-image OR self-concept OR self-management OR wellbeing OR well-being OR wellness OR participat* OR social* OR 
friend* OR relationship* OR intimacy OR emotion* OR lifestyle OR "personal experience" OR satisfaction OR journey OR 
inclusion OR occupation OR income OR drive OR driving OR "going out" OR ((life OR liv* OR experience) ADJ3 stroke) 
OR ((life OR liv* OR experience) ADJ3 aphasia) OR (role ADJ3 change) OR "everyday life" OR independence OR 






("aphasia"[mh] OR aphasia[tiab] OR dysphasia[tiab] OR aphasic[tiab] OR dysphasic[tiab]) AND ("qualitative 
research"[mh] OR "community-based participatory research"[mh] OR "focus groups"[mh] OR "hermeneutics"[mh] OR 
"health services research"[mh] OR "grounded theory"[mh] OR "patient preference"[mh] OR qualitative[tiab] OR "action 
research"[tiab] OR "grounded theory"[tiab] OR exploratory[tiab] OR "naturalistic inquiry"[tiab] OR "focus group"[tiab] OR 
"focus groups"[tiab] OR ethnograph*[tiab] OR metaethnography[tiab] OR meta-ethnography[tiab] OR phenomenolog*[tiab] 
OR triangulat*[tiab] OR hermeneutic*[tiab] OR interview*[tiab] OR participat*[tiab] OR perspective*[tiab] OR 
experience*[tiab] OR perception*[tiab] OR perceive[tiab] OR construe[tiab] OR attitude*[tiab] OR opinion*[tiab] OR 
preference*[tiab] OR hope*[tiab] OR wish*[tiab] OR view*[tiab] OR think[tiab] OR thoughts[tiab] OR feel*[tiab] or 
constructivis*[tiab] OR interpretiv*[tiab] OR "inductive analysis"[tiab] OR "thematic analysis"[tiab]) AND  ("work"[mh] 
OR "leisure activities"[mh] OR "social environment"[mh] OR "interpersonal relations"[mh] OR "social participation"[mh] 
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OR "social support"[mh] OR "patient participation"[mh] OR "psychological support systems"[mh] OR "self 
management"[mh] OR "friends"[mh] OR "self care"[mh] OR "health care quality, access and evaluation"[mh] OR "quality 
of life"[mh] OR "self concept"[mh] OR "personal autonomy"[mh] OR "interpersonal relations"[mh] OR "return to 
work"[mh] OR "employment"[mh] OR "education"[mh] OR "lifelong learning"[mh] OR "return to work"[tiab] OR 
employment[tiab]  OR education[tiab]  OR "lifelong learning"[tiab] OR "access to information"[tiab] OR "information 
access"[tiab] OR acceptance[tiab] OR "live successfully"[tiab] OR "living successfully"[tiab] OR  "successful living"[tiab] 
OR "life quality"[tiab] OR "quality of life"[tiab] OR HRQL[tiab] OR self-care[tiab] OR self-help[tiab] OR "sick role"[tiab] 
OR identity[tiab] OR impact*[tiab] OR adapt*[tiab] OR cope*[tiab] OR coping[tiab] OR self-efficacy[tiab] OR self-
image[tiab] OR self-concept[tiab] OR self-management[tiab] OR wellbeing[tiab] OR well-being[tiab] OR wellness[tiab] OR 
participat*[tiab] OR social*[tiab] OR friend*[tiab] OR relationship*[tiab] OR intimacy[tiab] OR emotion*[tiab] OR 
lifestyle[tiab] OR "personal experience"[tiab] OR satisfaction[tiab] OR journey[tiab] OR inclusion[tiab] OR occupation[tiab] 
OR income[tiab] OR drive[tiab] OR driving[tiab] OR "going out"[tiab] OR "lived experience"[tiab] OR "role"[tiab] OR 
"everyday life"[tiab] OR independence[tiab] OR autonomy[tiab] OR self-esteem[tiab] OR meaningful*[tiab] OR 




TITLE-ABS-KEY((aphasia OR dysphasia OR aphasic OR dysphasic) AND (qualitative OR “action research” OR 
“grounded theory” OR exploratory OR “naturalistic inquiry” OR “focus group” OR “focus groups” OR ethnograph* OR 
metaethnography OR meta-ethnography OR phenomenology* OR triangulat* OR hermeneutic* OR interview* OR 
participat* OR perspective* OR experience* OR perception* OR perceive OR construe OR attitude* OR opinion* OR 
preference* OR hope* OR wish* OR view* OR think OR thoughts OR feel* or constructivis* OR interpretiv* OR (analy* 
W/4 inductive*) OR (analy* W/4 thematic*)) AND (“return to work” OR employment OR education OR “lifelong learning” 
OR (access W/2 information) OR acceptance OR ((live OR living) W/2 successful*) OR (life W/2 quality) OR HRQL OR 
self-care OR self-help OR “sick role” OR identity OR impact* OR adapt* OR cope* OR coping OR self-efficacy OR self-
image OR self-concept OR self-management OR wellbeing OR well-being OR wellness OR participat* OR social* OR 
friend* OR relationship* OR intimacy OR emotion* OR lifestyle OR “personal experience” OR satisfaction OR journey OR 
inclusion OR occupation OR income OR drive OR driving OR “going out” OR ((life OR liv* OR experience) W/2 stroke) 
OR ((life OR liv* OR experience) W/2 aphasia) OR (role W/2 change) OR “everyday life” OR independence OR autonomy 
OR self-esteem OR meaningful* OR recovery)) 
CINAHL  
 
(((MH "aphasia+”) OR TI(aphasia OR dysphasia OR aphasic OR dysphasic) OR AB(aphasia OR dysphasia OR 
aphasic OR dysphasic)) AND ((MH "Qualitative Studies+") OR (MH "Qualitative Validity+") OR (MH "Phenomenology") 
OR (MH "Health Services Research+") OR (MH "Grounded Theory") OR (MH "Interviews+") OR (MH "Focus Groups") 
OR (MH "Observational Methods+") OR (MH "Patient Attitudes") OR (MH "Attitude to Illness") OR TI(qualitative OR 
"action research" OR "grounded theory" OR exploratory OR "naturalistic inquiry" OR "focus group" OR "focus groups" OR 
ethnograph* OR metaethnography OR meta-ethnography OR phenomenology* OR triangulat* OR hermeneutic* OR 
interview* OR participat* OR perspective* OR experience* OR perception* OR perceive OR construe OR attitude* OR 
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opinion* OR preference* OR hope* OR wish* OR view* OR think OR thoughts OR feel* or constructivis* OR interpretiv* 
OR (analy* N4 inductive*) OR (analy* N4 thematic*)) OR AB(qualitative OR "action research" OR "grounded theory" OR 
exploratory OR "naturalistic inquiry" OR "focus group*" OR ethnograph* OR metaethnography OR meta-ethnography OR 
phenomenology* OR triangulat* OR hermeneutic* OR interview* OR participat* OR perspective* OR experience* OR 
perception* OR perceive OR construe OR attitude* OR opinion* OR preference* OR hope* OR wish* OR view* OR think 
OR thoughts OR feel* or constructivis* OR interpretiv* OR (analy* N4 inductive*) OR (analy* N4 thematic*))) AND 
(((MH "Quality of Life") OR (MH “Personal Growth”) OR (MH “Life Purpose”) OR (MH "Social Participation") OR (MH 
"Support, Psychosocial+") OR (MH "Access to Information") OR (MH "Autonomy+") OR (MH "Self Care") OR (MH "Self 
Concept") OR (MH "Social Identity") OR (MH "Emotions+") OR (MH "Interpersonal Relations+") OR (MH "Life Style+") 
OR (MH "Employment+") OR (MH "Leisure Activities+") OR TI(" return to work" OR employment  OR education  OR 
"lifelong learning"  OR (access N2 information) OR acceptance OR ((live OR living) N2 successful*) OR (life N2 quality) 
OR HRQL OR self-care OR self-help OR "sick role" OR identity OR impact* OR adapt* OR cope* OR coping OR self-
efficacy OR self-image OR self-concept OR self-management OR wellbeing OR well-being OR wellness OR participat* OR 
social* OR friend* OR relationship* OR intimacy OR emotion* OR lifestyle OR "personal experience" OR satisfaction OR 
journey OR inclusion OR occupation OR income OR drive OR driving OR "going out" OR ((life OR liv* OR experience) 
N2 stroke) OR ((life OR liv* OR experience) N2 aphasia) OR (role N2 change) OR "everyday life" OR independence OR 
autonomy OR self-esteem OR meaningful* OR recovery) OR AB (" return to work" OR employment  OR education  OR 
"lifelong learning"  OR (access N2 information) OR acceptance OR ((live OR living) N2 successful*) OR (life N2 quality) 
OR HRQL OR self-care OR self-help OR "sick role" OR identity OR impact* OR adapt* OR cope* OR coping OR self-
efficacy OR self-image OR self-concept OR self-management OR wellbeing OR well-being OR wellness OR participat* OR 
social* OR friend* OR relationship* OR intimacy OR emotion* OR lifestyle OR "personal experience" OR satisfaction OR 
journey OR inclusion OR occupation OR income OR drive OR driving OR "going out" OR ((life OR liv* OR experience) 
N2 stroke) OR ((life OR liv* OR experience) N2 aphasia) OR (role N2 change) OR "everyday life" OR independence OR 





(((DE "Aphasia") OR TI(aphasia OR dysphasia OR aphasic OR dysphasic) OR AB(aphasia OR dysphasia OR 
aphasic OR dysphasic)) AND ((DE "Qualitative Research" OR DE "Interviews" OR DE "Grounded Theory" OR DE 
"Observation Methods" OR DE "Phenomenology" OR DE "Client Attitudes" OR DE "Hermeneutics" OR DE 
"Constructivism") OR TI(qualitative OR "action research" OR "grounded theory" OR exploratory OR "naturalistic inquiry" 
OR "focus group" OR "focus groups" OR ethnograph* OR metaethnography OR meta-ethnography OR phenomenology* 
OR triangulat* OR hermeneutic* OR interview* OR participat* OR perspective* OR experience* OR perception* OR 
perceive OR construe OR attitude* OR opinion* OR preference* OR hope* OR wish* OR view* OR think OR thoughts OR 
feel* or constructivis* OR interpretiv* OR (analy* N4 inductive*) OR (analy* N4 thematic*)) OR AB(qualitative OR 
"action research" OR "grounded theory" OR exploratory OR "naturalistic inquiry" OR "focus group*" OR ethnograph* OR 
metaethnography OR meta-ethnography OR phenomenology* OR triangulat* OR hermeneutic* OR interview* OR 
participat* OR perspective* OR experience* OR perception* OR perceive OR construe OR attitude* OR opinion* OR 
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preference* OR hope* OR wish* OR view* OR think OR thoughts OR feel* or constructivis* OR interpretiv* OR (analy* 
N4 inductive*) OR (analy* N4 thematic*))) AND ((DE "Quality of Life" OR DE "Recovery (Disorders)" OR (DE 
"Community Involvement" OR DE "Participation" OR DE "Social Support" OR DE "Emotions" OR DE "Autonomy" OR 
DE "Independence (Personality)" OR DE "Empowerment" OR DE "Self-Care Skills" OR DE "Self-Concept" OR DE 
"Leisure Time" OR DE "Meaningfulness" OR DE "Friendship" OR DE "Intimacy") OR TI("return to work" OR employment  
OR education  OR "lifelong learning"  OR (access N2 information) OR acceptance OR ((live OR living) N2 successful*) OR 
(life N2 quality) OR HRQL OR self-care OR self-help OR "sick role" OR identity OR impact* OR adapt* OR cope* OR 
coping OR self-efficacy OR self-image OR self-concept OR self-management OR wellbeing OR well-being OR wellness 
OR participat* OR social* OR friend* OR relationship* OR intimacy OR emotion* OR lifestyle OR "personal experience" 
OR satisfaction OR journey OR inclusion OR occupation OR income OR drive OR driving OR "going out" OR ((life OR 
liv* OR experience) N2 stroke) OR ((life OR liv* OR experience) N2 aphasia) OR (role N2 change) OR "everyday life" OR 
independence OR autonomy OR self-esteem OR meaningful* OR recovery) OR AB (" return to work" OR employment  OR 
education  OR "lifelong learning"  OR (access N2 information) OR acceptance OR ((live OR living) N2 successful*) OR 
(life N2 quality) OR HRQL OR self-care OR self-help OR "sick role" OR identity OR impact* OR adapt* OR cope* OR 
coping OR self-efficacy OR self-image OR self-concept OR self-management OR wellbeing OR well-being OR wellness 
OR participat* OR social* OR friend* OR relationship* OR intimacy OR emotion* OR lifestyle OR "personal experience" 
OR satisfaction OR journey OR inclusion OR occupation OR income OR drive OR driving OR "going out" OR ((life OR 
liv* OR experience) N2 stroke) OR ((life OR liv* OR experience) N2 aphasia) OR (role N2 change) OR "everyday life" OR 
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— Adults aged 18+ years who have a diagnosis of aphasia as a result of stroke. 
— No restrictions will be applied based on aphasia type or severity or any other 
demographic variable. 
Research type, Design & Evaluation 
— Studies in any language, from any publication date and any geographical 
location. 
— Studies that seek to understand the perspectives, experiences, preferences and 
opinions of adults with aphasia post-stroke towards recovery and living 
successfully with aphasia, through direct contact with participants (interviews 
and focus group discussions) and qualitative data analysis. This includes: 
o Primary qualitative studies. 
o Studies that employ secondary analysis of qualitative data. 
o A qualitative study as part of a mixed methods study. 
 
Phenomenon of interest 
Experiences, needs, perceptions of adults with aphasia post-stroke towards: 
— Personal recovery 
— Living successfully with aphasia 
— The lived experience of aphasia 
— Rehabilitation, therapy, services 
— Goals 
— Friendship and relationships 
— Community reintegration, participation, social participation 
— Returning to work, volunteering 
— Autonomy, Independence 
— Renegotiating a new identity 
— Coping, grief, loss, hope, other emotions 
— Everyday occupations 
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HIERARCHY FOR RECORDING DECISIONS TO EXCLUDE CITATIONS: 
Sample – Research type – Evaluation – Phenomenon of Interest – Design. 
Sample 
— Children (<18 years). 
— No diagnosis of stroke. 
— Aphasia as a result of aetiologies other than stroke (e.g. TBI), unless results 
from people with aphasia are explicitly separate from other participants. 
— Mixed groups of participants e.g. people with aphasia and their significant 
others or health care professionals, unless results from people with aphasia are 
explicitly separate from other participants. 
Research type 
— Any quantitative study, (RCT, non RCT, observational, cohort, case control).  
— Any study where qualitative data are not analysed, i.e. uninterpreted data. 
— Studies that do not state or describe a qualitative method of data analysis. 
— Non-empirical articles including opinion pieces, commentaries, theoretical 
articles. 
— Personal accounts that do not employ qualitative methods of data collection 
and analysis. 
— Any review (systematic, narrative, qualitative). 
— Treatment guidelines documents. 
— Grey literature / not published in a peer reviewed journal. 
— Dissertations/theses/conference proceedings/published abstracts – however 
attempts will be made to source full-length articles if abstracts are otherwise eligible. 
 
Evaluation: Any perspectives other than people with aphasia post-stroke. 
Phenomenon of interest 
— Any data not obtained through interview / focus group discussion methods. 
— Papers describing experiences, perspectives in an experimental situation rather 
than ‘typical’, e.g. developing / evaluating a specific tool or intervention. 
— Papers with a specific focus on communication, social communication or 
information needs. 
Design: Qualitative studies using questionnaires or other methods that do not involve 
interviews or focus group discussions with participants. 
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Appendix 7 Systematic Review summary of critical appraisal process 
Critical Appraisal Instrument, adapted from Rees, R., Oliver, K., Woodman, J., & Thomas, J. (2009). Children’s views about obesity, body size, shape and weight: 
a systematic review. London: EPPI Centre, Social Science Research Unit, Institute of Education, University of London. 
1 Were steps taken to increase rigour in the sampling? Select one: 
Consider whether:  
- the sampling strategy was appropriate to the questions posed in the study (e.g. was the strategy well-
reasoned and justified?); 
- attempts were made to obtain a diverse sample of the population in question  
(think about who might have been excluded; who may have had a different perspective to offer);  
- characteristics of the sample critical to the understanding of the study context and findings were 
presented (i.e. do we know who the participants were in terms of, for example, basic socio-
demographics, characteristics relevant to the context of the study, etc.). 
1.1 Yes, a fairly 
thorough attempt was 
made 
 
1.2 Yes, several steps 
were taken 
 
1.3 Yes, minimal few 
steps were taken 
 
1.4 No, not at all/ Not 
stated/Can’t tell 
2 Were steps taken to increase rigour in the data collected?  Select one: 
Consider whether:  
- data collection tools were piloted; 
- data collection was comprehensive, flexible and/or sensitive enough to provide a complete and/or vivid 
and rich description of people’s perspectives and experiences (e.g. did the researchers spend sufficient 
time at the site/with participants? Did they keep ‘following up’? Was more than one method of data 
collection used?);  
2.1 Yes, a fairly 
thorough attempt was 
made 
 
2.2 Yes, several steps 
were taken 
Appendix 7 Systematic Review summary of critical appraisal process 
 
385 | P a g e  
 
- steps were taken to ensure that all participants were able and willing to contribute (e.g. processes for 
consent, language barriers, power relations between researchers and people with aphasia and significant 
others, where relevant). 
 
2.3 Yes, minimal few 
steps were taken 
 




3 Were steps taken to increase rigour in the analysis of the data? Select one: 
Consider whether:  
- data analysis methods were systematic (e.g. was a method described/can a method be discerned?);  
- diversity in perspective was explored;  
- the analysis was balanced in the extent to which it was guided by preconceptions or by the data;  
- the analysis sought to rule out alternative explanations for findings (in qualitative research this could be 
done by, for example, searching for negative cases/exceptions, feeding back preliminary results to 
participants, asking a colleague to review the data, or reflexivity). 
3.1 Yes, a fairly 
thorough attempt was 
made 
3.2 Yes, several steps 
were taken 
 
3.3 Yes, minimal few 
steps were taken 
3.4 No, not at all/ Not 
stated/Can’t tell 
4 Were the findings of the study grounded in / supported by the data? Select one: 
Consider whether:  
- enough data are presented to show how the authors arrived at their findings;  
- the data presented fit the interpretation/support claims about patterns in data;  
- the data presented illuminate/illustrate the findings;  
- quotes are numbered or otherwise identified and the reader can see that they don’t just come from one 







5 Please rate the findings of the study in terms of their breadth and depth. Select one: 
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NB: it may be helpful to consider ‘breadth’ as the extent of description and ‘depth’ as the extent 
to which data has been transformed/analysed). 
 
Consider whether:  
- a range of issues are covered;  
- the perspectives of participants are fully explored in terms of breadth (contrast of two or more 
perspectives) and depth (insight into a single perspective);  
- richness and complexity has been portrayed (e.g. variation explained, meanings illuminated);  
- there has been theoretical/conceptual development. 
5.1 Good/fair 
breadth and depth 
 
5.2 Good /fair depth 
but very little breadth 
 
5.3 Good/fair breadth 
but very little depth 
 
5.4 Limited breadth or 
depth 
6 To what extent does the study privilege the perspectives and experiences of people with aphasia post-
stroke? 
Select one: 
Consider whether:  
- there was a balance between open-ended and fixed response options;  
- people with aphasia post-stroke  were involved in designing the research;  
- there was a balance between the use of an a priori coding framework and induction in the analysis;  
- the position of the researchers (did they consider it important to listen to the perspectives of people 
with aphasia post-stroke ?);  
- steps were taken to assure confidentiality and put people with aphasia post-stroke at ease. 
- how were people with aphasia supported to partake in interviews? (e.g. supported conversation 
techniques; techniques to ensure that significant others did not speak for participants with aphasia) 




6.3 A little  
 
6.4 Not at all 
7 Overall, what weight would you assign to this study in terms of the reliability/trustworthiness 
of its findings? 
Select one: 
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Summary of critical appraisal 
  Were steps 
taken to 
increase 






















of the study 















you assign to 
this study in 
terms of the 
reliability/ 
trustworthine






this study in 











What weight would you assign to this study in terms of the usefulness of its findings for this review? Select one: 
Think (mainly) about the answers you have given to questions 5 and 6 above and consider:  
- the match between the study aims and findings and the aims and purpose of the synthesis;  
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5.2 Good /fair 
















6.3 A little  
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8 Cruice M, Hill 
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Conceptualisin
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aphasia. 1.2 2.2 3.2 4.2 5.3 6.2 7.2 8.2 
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precious. And 
without it we 








25 Morris K, 
Ferguson A, 
Worrall L. A 
qualitative 





Int J Speech 
Lang Pathol. 
2014;16(6):541
-51. 1.2 2.2 3.3 4.2 5.3 6.2 7.2 8.3 
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31 Worrall L, 
Sherratt S, 
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Appendix 8 Systematic Review data extraction instrument 
STUDY AND PARTICIPANT CHARACTERISTICS 
First author  
Year of publication  
Country  
Research question(s) or objective(s)  
Ethical approval  
Study funding or conflicts of interest  
Data collection   
Qualitative methodology / analysis  
Inclusion criteria  
Exclusion criteria  
Number of participants with aphasia post-stroke 
Number of men / women 
Age range and mean age (years) 
Aphasia type and severity 
Communication assessments administered 
Time range and mean time since stroke 
Living arrangement 
Marital status 
Education / employment status 





Number of participants without aphasia  
Number of participants with aphasia of different aetiologies  
Declared study limitations  
Overall conclusion(s) or recommendation(s)  
Appendix 8 Systematic Review data extraction instrument 
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Inclusion and exclusion criteria for data extraction 
Research Questions: 
1. What are people with aphasia post-stroke’s perceptions of and attitudes towards 
recovery and living successfully with aphasia? What do recovery and living 
successfully with aphasia mean to people with aphasia post-stroke? 
2. Who or what do people with aphasia post-stroke think has helped them in their 
recovery and to live successfully with aphasia? 
3. What do people with aphasia post-stroke think is unhelpful in terms of recovery and 
living successfully with aphasia? 
4. What ideas do people with aphasia post-stroke have about what could or should be 
done to promote recovery and successful living with aphasia? 
INCLUDE: Example  
All text / quotes (generally appears in the 
‘findings/results’ section) obtained through 
interviews and / or focus group discussions 
with participants with aphasia post-stroke. 
 
‘Adrienne expressed this with 
comments such as, “there’s a lot of 
‘what will it [I] look like at the end 
[of recovery]’, you know?”’ 
(Bright, Kayes, McCann, & 
McPherson, 2013) 
All author comments / interpretations in the 
‘findings/results’ section relating to the 
experiences, preferences and perspectives of 
people with aphasia post-stroke, discovered 
through qualitative interviews and/or focus 
group discussions. 
 
‘Actively hoping captured the 
sense that participants engaged 
with a future-oriented hope by 
identifying hopes for the future 
and working towards hopes’ 
(Bright et al., 2013) 
Any author comments/ interpretations in other 
sections of the article that (1) relates to the 
experiences, preferences and perspectives of 
people with aphasia post-stroke, discovered 
through qualitative interviews and/or focus 
group discussions, and (2) are described 
differently to the main results section. 
 
“It may be that people are more 
likely to engage in actively hoping 
later in recovery when they are 
more likely to be active in thinking 
about the future” (Bright et al., 
2013) 
Text appearing in table format including 
quotes or interpretations will be included in the 
synthesis only if it does not appear elsewhere 
within the main body of the text.  
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EXCLUDE: Example  
Text / quotes that are not clearly from 
participants with aphasia post-stroke, or that 
are clearly from participants without aphasia 
(e.g. relatives, caregivers, clinicians) and / 
or people with aphasia of aetiologies other 
than stroke (e.g. traumatic brain injury). 
 
“A few people were less positive, 
complaining about therapy being too 
theoretical or irrelevant to their 
particular needs. Claire found her 
therapy patronising and ‘‘stupid’’ as 
her husband Tom explained: 
Well, I think it was a lost cause. She (the 
therapist) had a routine … with the cards 
and all that sort of gear. To my mind 
that’s a bit degrading, putting you back 
to about grade one or two at school, you 
know, hat and cat and mat stuff …that 
would frustrate me…” (Hersh, 2009) 
 
Author comments/interpretations of data 
that are not clearly from participants with 
aphasia post-stroke, or that are clearly from 
participants without aphasia (e.g. relatives, 
caregivers, clinicians) and / or people with 
aphasia of aetiologies other than stroke (e.g. 
traumatic brain injury). 
 
In the following example it is 
unclear whether the author is 
interpreting data from people with 
aphasia and or their relatives: 
“People often talked about recovery 
as unpredictable and non-linear, 
with periods of positive change and 
periods of regression. Despite the 
difficulties of not knowing what 
would happen, some interviewees 
remained hopeful for change, even 
in cases where the aphasia was 
severe” (Hersh, 2009) 
 
Author comments/interpretations of data 
collected using methods other than 




Author comments/interpretations not 
directly relating to the experiences, 
preferences and perspectives of people with 
aphasia post-stroke (e.g. broader discussion 
relating to the clinical implications of the 
key findings and concepts). 
 
“It indicates clinicians should 
consider hope in people with 
aphasia after stroke, as it is 
important to those people and it 
appears related to common 
components of the rehabilitation 
process such as goal setting” (Bright 
et al., 2013) 
Text that links key concepts and findings 
with prior literature in the area (generally in 
discussion section). 
“Actively hoping may be more 
difficult because of the uncertainty 
and limitations associated with 
recovery and chronic illness (Becker 
& Kaufman, 1995; Carlsson, Moller, 
& Blomstrand, 2009; Kim et al., 
2006; Rittman et al., 2004)” (Bright 
et al., 2013) 
Meta-comments regarding the study 
methodology and its possible impact on the 
“The questions asked influenced the 
responses with different questions 
identifying different aspects of the 
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key findings and concepts (generally in 
discussion section). 
experience of hope” (Bright et al., 
2013) 
Tables (commonly appearing in the 
results/findings sections) that list key 
factors, concepts, themes which are already 
listed and described within the main body of 
the text; and which do not contain quotes or 
interpretations that appear elsewhere in the 
main body of the text.  This is to avoid 
duplication and unnecessary lists within the 
synthesis data. 
“Box 1: perceived engagement in 
participation defined by: 
. Being involved 
. Not being burdensome 
. Knowing what is going on 
. Taking part 
. Being respected” 
(Dalemans, de Witte, Wade, & van 




Bright, Kayes, McCann, & McPherson. (2013). Hope in people with aphasia. 
Aphasiology, 27(1), 41-58. doi:10.1080/02687038.2012.718069 
Dalemans, de Witte, Wade, & van den Heuvel. (2010). Social participation 
through the eyes of people with aphasia. International Journal of 
Language and Communication Disorders, 45(5), 537-550. 
doi:10.3109/13682820903223633 
Hersh. (2009). How do people with aphasia view their discharge from therapy? 
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Table A Summary of included studies 














1 Armstrong E, 
Hersh D, Hayward 
C, Fraser J, Brown 

























Thematic To present the 
stories of living 









Hersh D, Hayward 




























Armstrong et al 
2012). 











as well as their 
experiences of 
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3 Berg K, Askim T, 
Balandin S, 
Armstrong E, Rise 
MB. Experiences 
of participation in 









Norway Adults with 
aphasia post-
stroke 
15 7m, 8w 61, range: 
43-74 
Range 4 
months - 9.7 
years 
Interviews Phenomenology - 
Systematic Text 
Condensation 












4 Bright FAS, Kayes 
NM, McCann CM, 
McPherson KM. 










5 3m, 2w 50, range: 
41-62 






























5 Brown K, Worrall 
L, Davidson B, 
Howe T. 
Australia Adults with 
aphasia post-
stroke 
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6 Brown K, 
Davidson B, 
Worrall L, Howe T. 
"Making a good 
time": the role of 
friendship in living 
successfully with 






Australia Adults with 
aphasia post-
stroke 
25 13m, 12w 63.2  ± 12.2 6  ± 5.2 Analysis of data 
collected in 
Brown et al 
(2010) 
Thematic To explore the 
perspectives of 






7 Cruice M, Worrall 
L, Hickson L. 
Perspectives of 
quality of life by 
people with 





Australia Adults with 
aphasia post-
stroke  
4 4w 77, range: 
68-81d 
range: 13 











them quality in 
their lives 
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8 Cruice M, Hill R, 
Worrall L, Hickson 
L. Conceptualising 
quality of life for 






Australia Adults with 
aphasia post-
stroke  
30 14m, 16w 70.7, range: 
57-88 
3.4 ± 2.1 Structured 
interviews 
(linked with 
Cruice et al 
2006) 













9 Dalemans RJ, de 
Witte L, Wade D, 
van den Heuvel 
W. Social 
participation 
through the eyes 
of people with 


















Open coding and 
categorisation 
To explore how 
PWA perceive 
participation in 




10 Dietz A, Thiessen 
A, Griffith J, 
Peterson A, 
Sawyer E, 
McKelvey M. The 
renegotiation of 






their relatives / 
friends 
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chronic aphasia: 

















accounts of  
PWA and their 
potential 
proxies. 
11 Doughty Horn EA. 
Identifying and 
addressing grief 
and loss issues in 














1 1w Not 
available 















grief and loss 
issues in 




12 Grohn B, Worrall 
LE, Simmons-
Mackie N, Brown 
Australia Adults with 
aphasia  
15 8m, 7w 66.3  ± 13.6 All within 3 




Thematic To explore the 
perspectives of 
PWA on factors 
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during the first 
3 months post-
onset. 
13 Grohn B, Worrall 
L, Simmons-













Australia Adults with 
aphasia post-
stroke  
15 8m, 7w 66.3  ± 13.6 Interviews 
conducted at 























14 Hemsley B, 
Werninck M, 




aphasia and their 
spouses narrate 
adverse events in 















PWA and their 
spouses in 
hospital 
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15 Hersh D. How do 
people with 











21 13m, 8w Range: 44-
85 
Not available Interviews  Grounded theory To explore how 
PWA view their 
discharge from 
therapy.  




narratives of care 









Australia Adults with 
aphasia post-
stroke  
2 2w 34-61 4-8 years Secondary 
analysis of 













in the context 
of health care 
and to use 
examples from 
interviews with 
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the meaning of 
rehabilitation to 
an aphasic patient 
through 
phenomenological 









Sweden Adults with 
aphasia post-
stroke 
1 1m 58 years 1st interview 
3 months; 2nd 
interview 12 
months 





To reveal the 
meaning of 
rehabilitation to 
a PWA, such as 
it was lived by 
him. 
18 Howe TJ, Worrall 













Australia Adults with 
aphasia post-
stroke 
25 15m,  10w 62.2  ± 10.7 5.6  ± 2.9 Semi-structured 
interviews  
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10 people with 
stroke 




weeks - 13 
months 









20 Le Dorze G, 
Brassard C. A 




and their relatives 
and friends, based 
on the WHO 




Canada Adults with 
aphasia post-
stroke and 
their relatives / 
friends 









To describe the 
experience and 
consequences 
of aphasia from 
the 
perspectives of 




to the WHO 
ICIDH  
21 Le Dorze G, Salois-
Bellerose É, 
Alepins M, 
Croteau C, Hallé 
M-C. A description 




Canada Adults with 
aphasia post-
stroke 
17 12m, 5w 65.7 ± 7.5 5.7, range: 2-
18 






people who live 
with aphasia. 
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according to the 
views of people 





22 MacKenzie C, 
Bennett A, 















































23 Mc Menamin R, 




of aphasia: how 
far does the 
Conversation 
Partner 
Ireland Adults with 
aphasia post-
stroke 
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without it we are 







































delivery for this 
population. 
25 Morris K, 
Ferguson A, 
Worrall L. A 
qualitative study 
of legal and social 
justice needs for 
people with 





Australia Adults with 
aphasia post-
stroke 
50 24m, 26w 63.9 ± 10.8, 
range 32-85 
4.6 ± 3.6  Secondary 
analysis of 










of legal and 
access to justice 
issues for PWA 
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26 Niemi T, 
Johansson U. The 
lived experience 
of engaging in 
everyday 
occupations in 







Finland Adults with 
aphasia post-
stroke 




















27 Northcott S, Hilari 
K. Why do people 
lose their friends 
after a stroke? Int 






29 adults with 
stroke 














factors and how 
friendship loss 
and change is 
perceived by 
the individual. 




















Framework To summarise 
some key 
features / 
findings of an 
earlier 
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study (Parr et al 

















































focus groups  




the effects of 
participating in 
volunteering 





30 Tomkins B, 
Siyambalapitiya S, 
Worrall L. What 
do people with 
aphasia think 
about their health 
care? Factors 
Australia Adults with 
aphasia post-
stroke 
50 24m, 26w 63.9 ± 10.8, 
range 32-85 
4.6 ± 3.6  Secondary 
analysis of 










of PWA with 
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regards to their 
healthcare 
31 Worrall L, Sherratt 
S, Rogers P, Howe 
T, Hersh D, 
Ferguson A, et al. 
What people with 
aphasia want: 
Their goals 
according to the 
ICF. Aphasiology. 
2011;25(3). 
Australia Adults with 
aphasia post-
stroke 
50 24m, 26w 63.9 ± 10.8, 
range 32-85 
4.6 ± 3.6  Semi-structured 
interviews  
Content analysis To describe the 
goals of PWA 
and to code the 
goals according 
to the ICF. 
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Table B Representation of participants of working age in included data  
 Reference  No.  PWA No. ≤65 years No. 65+ years Unclear Mean age (years) 
2 Armstrong E, Hersh D, Hayward C, Fraser J. 
Communication disorders after stroke in Aboriginal 
Australians. Disabil Rehabil. 2015;37(16-17):1462-9. 
7 (All of working 
age) 
7 
(30, 50, 45, 63, 47,  
52, 60) 
  49.6, range: 30-63 
3 Berg K, Askim T, Balandin S, Armstrong E, Rise MB. 
Experiences of participation in goal setting for people with 
stroke-induced aphasia in Norway. A qualitative study. 







(5 x 50-59; 1 x 40-49) 
 
4 5 
5 are 60-69 
61, range: 43-74 
4 Bright FAS, Kayes NM, McCann CM, McPherson KM. Hope 
in people with aphasia. Aphasiology. 2013;27(1):41-58. 
 






  50, range: 41-62 
5 Brown K, Worrall L, Davidson B, Howe T. Snapshots of 
success: An insider perspective on living successfully with 
aphasia. Aphasiology. 2010;24(10):1267-95. 
 




14 ≤ 60 years 
 
 61+ = 11 63.2  ± 12.2 
8 Cruice M, Hill R, Worrall L, Hickson L. Conceptualising 
quality of life for older people with aphasia. Aphasiology. 
2010;24(3):327-47. 
 
30 9  
(57, 59, 60, 60, 61, 63, 
64, 64, 65) 
21  70.7, range: 57-88 
9 Dalemans RJ, de Witte L, Wade D, van den Heuvel W. 
Social participation through the eyes of people with 
aphasia. Int J Lang Commun Disord. 2010;45(5):537-50. 
 






(45, 48, 49, 52, 55, 55, 
56, 57, 58, 65) 
3  57.4, range: 45-71 
10 Dietz A, Thiessen A, Griffith J, Peterson A, Sawyer E, 
McKelvey M. The renegotiation of social roles in chronic 
aphasia: Finding a voice through AAC. Aphasiology. 
2013;27(3):309-25. 
 





1  56.3, range: 41-85 
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11 Doughty Horn EA. Identifying and addressing grief and loss 
issues in a person with aphasia: A single‐case study. 
Journal of Counseling &amp; Development. 
2016;94(2):225-34. 
 
1   1 Not available 
13 Grohn B, Worrall L, Simmons-Mackie N, Hudson K. Living 
successfully with aphasia during the first year post-stroke: 
A longitudinal qualitative study. Aphasiology. 
2014;28(12):1405-25. 
 






(47, 49, 49, 57, 58, 59, 
61, 63) 
 
7  66.3  ± 13.6 
14 Hemsley B, Werninck M, Worrall L. “That really shouldn't 
have happened”: People with aphasia and their spouses 





1 = 64 8  68.4, range: 64-71 
15 Hersh D. How do people with aphasia view their discharge 





8 <65 at time of 
discharge 
13  Range: 44-85 
17 Hjelmblink F, Bernsten CB, Uvhagen H, Kunkel S, 
Holmström I. Understanding the meaning of rehabilitation 
to an aphasic patient through phenomenological analysis 
– a case study. International Journal of Qualitative Studies 
on Health and Well-being. 2007;2:93-100. 
 
1 (All of working 
age) 
1 = 58   58 years 
18 Howe TJ, Worrall LE, Hickson LMH. Interviews with people 
with aphasia: Environmental factors that influence their 
community participation. Aphasiology. 2008;22(10):1092-
120. 
 




13 less than 65 
 
12 65+  62.2  ± 10.7 
19 Jones F, Mandy A, Partridge C. Reasons for recovery after 
stroke: A perspective based on personal experience. 
Disabil Rehabil. 2008;30(7):507-16. 
 
3 (All of working 
age) 
3   59.7, range: 56-64 
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20 Le Dorze G, Brassard C. A description of the consequences 
of aphasia on aphasic persons and their relatives and 
friends, based on the WHO model of chronic diseases. 
Aphasiology. 1995;9(3):239-55. 







  54.2, range: 41-69 
21 Le Dorze G, Salois-Bellerose É, Alepins M, Croteau C, Hallé 
M-C. A description of the personal and environmental 
determinants of participation several years post-stroke 
according to the views of people who have aphasia. 
Aphasiology. 2014;28(4):421-39. 





(51,57, 58, 58, 60 
60,61, 61, 63, 64) 
  65.7 ± 7.5 
22 MacKenzie C, Bennett A, Cairney M. Active citizenship and 
acquired neurological communication difficulty. Disabil 
Rehabil. 2011;33(3):187-94. 
 
3   3 range: 54-78 (all 
participants) 
23 Mc Menamin R, Tierney E, Mac Farlane A. Addressing the 
long-term impacts of aphasia: how far does the 





1 = 60 4  73, range 60-85 
24 McLellan KM, McCann CM, Worrall LE, Harwood MLN. 
“For Māori, language is precious. And without it we are a 





2 are 50-59 5 4 are 60-69 Min age range: 50-59; 
Max age range: 70-79  
26 Niemi T, Johansson U. The lived experience of engaging in 
everyday occupations in persons with mild to moderate 
aphasia. Disabil Rehabil. 2013;35(21):1828-34. 
 






1  57.7, range 46-75 
27 Northcott S, Hilari K. Why do people lose their friends 




  10 57, range 48-74 
28 Parr S. Psychosocial aspects of aphasia: Whose 
perspectives? Folia Phoniatrica Et Logopaedica. 
2001;53(5):266-88. 
 




30 are 64 and under 20  Minimum age range: 
<45; Maximum age 
range: 75+. 
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— *Note that only primary studies and/or studies conducted at a later stage of recruitment are included. Studies that employed secondary data analysis 
and/or studies conducted at an earlier stage of recruitment are excluded so that individual participants are not counted twice. 
29 Pearl G, Sage K, Young A. Involvement in volunteering: an 
exploration of the personal experience of people with 
aphasia. Disabil Rehabil. 2011;33(19-20):1805-21. 




8  7 are 60+ 
 
Minimum age range: 
30-45; Maximum age 
range: 60+. 
31 Worrall L, Sherratt S, Rogers P, Howe T, Hersh D, Ferguson 
A, et al. What people with aphasia want: Their goals 
according to the ICF. Aphasiology. 2011;25(3). 
50   50 63.9 ± 10.8, range 32-85 
TOTAL (24 articles included) * 
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— † In 4 articles, all participants were of working age (n=16). These articles examined perspectives towards rehabilitation (n=1), lived experience (n=1), 
hope (n=1) and strategies to support recovery (n=1).  
— ‡ In 10 articles, more than half of participants were of working age (n=104).  These examined perspectives towards social roles (n=1), participation 
(n=3), everyday occupations (n=1), volunteering (n=1), living successfully (n=2), psychosocial aspects (n=1) and consequences of aphasia (n=1). 
 
427 | P a g e          
  
 
Appendix 10 Systematic Review Barrier and Enabler Statements 
 
BARRIERS 
— The impacts of aphasia and stroke on psychosocial wellbeing, participation and 
autonomy are diversely and dynamically experienced in the long-term.  
— Participation and autonomy are reduced due to aphasia and other impacts of 
stroke including other stroke-related disabilities (physical, cognitive and 
psychological), concomitant health conditions, reduced ability to get around 
independently, not living in one’s own home and reduced income and ability to 
manage finances. 
— Attitudinal and structural barriers to social and community participation include 
discrimination and restricted access to the work environment, public and 
commercial services and conversations. 
— Restricted access to commercial and public facilities including legal, financial, 
banking, insurance and consumer services reduces participation and autonomy. 
— Disabling attitudes and discrimination from others is linked with ignorance about 
aphasia. 
— The invisible nature of aphasia may make it harder to explain and for others to 
understand. 
Appendix 10 Systematic Review Barrier and Enabler Statements 
428 | P a g e  
 
— Returning to work or voluntary activities is a negatively experienced when there 
is a lack of appropriate support or mismatch of duties and skillsets.  
— It may not be feasible to change all disabling aspects of contemporary lifestyle, 
for instance job demands. 
— People experience negative changes to relationships and relationship roles 
including overprotection, a lack of tolerance and understanding, loss of 
friendships, reduced opportunity for social contact and isolation, which may arise 
through ignorance of aphasia and a lack of support and understanding from close 
others.  
— Reduced ability to relate to others to a satisfying degree and a lack of confidence 
mean that people may withdraw from social interactions, avoid speaking in 
conversations and lack readiness for participation. 
— Practical and emotional social support from friends and family are important for 
developing autonomy and participation, but increased dependence and loss of 
autonomy may be experienced as disempowering with a perceived loss of 
reciprocity in relationships. 
— There is perceived tension between struggling to do things for oneself and 
accepting support in order to direct energy towards other activities. 
— There is a lack of access to life-relevant supports that help people to come to 
terms with their aphasia and to direct their own recovery. 
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— People experience financial, geographical, informational, attitudinal barriers to 
accessing services. 
— Navigating and interacting with health services is disempowering due to a lack 
of information, a lack of collaboration and a lack of knowledge and training about 
aphasia on the part of health professionals. 
— Aphasia increases vulnerability and potential for adverse events in hospital and 
rehabilitation settings. 
— A lack of information about aphasia and service delivery acts as a barrier to 
making sense of aphasia and restricts people with aphasia from directing their 
own recovery and self-advocating for appropriate support. 
— Negative prognostic information disrupts hope, positivity and engagement with 
rehabilitation. 
— There is a lack of support in the long-term for relatively younger people with 
aphasia, for whom there may be specific impacts in terms of parenting roles and 
reduced income. 
— Aphasia occurs in the context of a wider social support network that is relied 
upon for support, acceptance and encouragement but is not supported. 
— Irrelevant, theoretical and patronising language therapy is linked with a lack of 
collaboration and may lead to patient-led discharge and disinterest in further 
support.  
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ENABLERS 
— Coming to terms with and accepting aphasia, renegotiating identity, cultivating 
positivity and actively directing recovery and self-growth require long-term 
perseverance and effort. 
— Being proactive about participation socialising, trying new activities and being 
open to adapting and doing things differently facilitates participation, success and 
wellbeing. 
— Being open about aphasia, using communication strategies and being assertive in 
the face of disabling attitudes helps to raise awareness and to maximise 
participation and autonomy. 
— Social and community participation are supported by increased public awareness 
of aphasia, supportive conversation partners and via strategies, policies and 
procedures that support people in the workplace, organisations or public services. 
— Participation is enabled by opportunities to socialise with others including 
attending groups and opportunities to meet other PWA, often through therapy 
contexts. 
— People with aphasia want to be recognised as useful and contributing to society 
and / or their community through actions such as returning to work, volunteering 
and helping others.  
— They recognise their potential for supporting others going through similar 
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experiences. 
— Participation provides opportunities to learn new capacity and new skills and to 
explore retained skills which help to develop confidence.  
— Engaging in activities and doing things for oneself supports sense of autonomy 
and control 
— Increased confidence through participation supports subsequent participation and 
independent engagement in higher levels of activity. 
— Participation and autonomy are supported by ability to get around independently, 
good health, fitness and mobility. 
— Meaningful relationships, maintaining relationships roles such as parenting, 
acceptance and understanding, and spending time and feeling connected with 
family and friends are important for a sense of living successfully. 
— Meeting others with aphasia and stroke provides a valued opportunity for new 
friendships, support, information and making sense of aphasia, a sense of 
belonging and mutual understanding. 
— Life-relevant language therapy is valued in terms of improving communicative 
function and participation and as a source of information, ideas and resources for 
directing one’s own recovery. 
— Access to services must be flexible and individualised to support people to terms 
with the dynamic and evolving impacts of aphasia, to target life-relevant goals 
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and to self-manage recovery and self-growth in the long-term. 
— PWA value positive therapeutic interactions that cultivate and foster hope and 
enhance the relevance of therapeutic goals and activities. 
— People value HCPs who are knowledgeable about aphasia and how to support 
their communication needs. 
— Support with communication and memory from family members is often required 
to compensate for the shortcomings of medical professionals and the disabling 
nature of interactions with healthcare professionals. 
— People need support for coping with negative emotions and coming to terms with 
multiple losses. 
— Access to information about aphasia and services supports people to make sense 
of and to come to terms with aphasia, to direct their own recovery and to manage 
their care. 
— People are differentially able / interested in collaboration depending on their 
stage of recovery. 
— Involving PWA in service planning enhances the relevance of activities and the 
status of an organisation. 
— Formal and informal supports accessed in the community and which support 
recovery, participation and autonomy include librarian-led reading support, 
nursing care and home help. 
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Appendix 11 Survey reporting checklists (paper 4): CHERRIES; STROBE 
From: Eysenbach, G. (2004). Improving the quality of Web surveys: the Checklist for Reporting Results of Internet E-Surveys (CHERRIES). 
Journal of Medical Internet Research, 6(3), e34. doi:10.2196/jmir.6.3.e34 
 




Describe target population, 
sample frame. Is the sample a 
convenience sample? (In 
“open” surveys this is most 
likely.) 
Sampling frame, target population and sample are described 
in Method section – we purposively targeted Speech and 
Language Therapists currently involved in the delivery of 
services to people with post-stroke aphasia in Ireland in any 
care setting. Exclusion criteria was working with this 








IRB approval Mention whether the study has 
been approved by an IRB. 
Approval by two independent Research Ethics Committees is 
reported in Methods section. 
Informed consent Describe the informed consent 
process. Where were the 
participants told the length of 
time of the survey, which data 
were stored and where and for 
how long, who the investigator 
was, and the purpose of the 
study? 
Completion of the survey signified consent. Participant 
information sheet is in Appendix D. It details the completion 
time, anonymous nature of the survey (data collection via 
Survey Monkey platform), researchers and study purpose. 
Data protection If any personal information 
was collected or stored, 
describe what mechanisms 
were used to protect 
unauthorized access. 
All data are anonymous. 
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State how the survey was 
developed, including whether 
the usability and technical 
functionality of the electronic 
questionnaire had been tested 
before fielding the 
questionnaire. 
Survey Development section in Methods details the 
development and piloting of the survey instrument with input 








Open survey versus 
closed survey 
An “open survey” is a survey 
open for each visitor of a site, 
while a closed survey is only 
open to a sample which the 
investigator knows (password-
protected survey). 
This was an open, web-based survey. 
Contact mode Indicate whether the initial 
contact with the potential 
participants was made on the 
Internet. (Investigators may 
also send out questionnaires by 
mail and allow for Web-based 
data entry.) 
Contact mode is detailed in Methods section.  
No national database of eligible SLTs exists in Ireland. To 
maximise access, recruitment was via several sampling 
frames. SLT Managers were contacted via phone call and e-
mail attaching study information and survey web-link and 
asked to alert their team members to the research study. The 
Irish Association of Speech & Language Therapists (IASLT) 
and IASLT Special Interest Groups (SIG’s) for Dysphagia 
and Adult Communication Disorders were contacted by e-
mail and asked to circulate the study information and web-
link to members via e-mail and social media (Facebook and 
Twitter). Study information was also published in the Adult 




How/where was the survey 
announced or advertised? 
Some examples are offline 
media (newspapers), or online 
(mailing lists – If yes, which 
ones?) or banner ads (Where 
Details of recruitment and sampling are detailed in  
SLT Managers were contacted via phone call and e-mail 
attaching study information and survey web-link and asked to 
alert their team members to the research study. The Irish 
Association of Speech & Language Therapists (IASLT) and 
IASLT Special Interest Groups (SIG’s) for Dysphagia and 
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were these banner ads posted 
and what did they look like?). 
It is important to know the 
wording of the announcement 
as it will heavily influence who 
chooses to participate. Ideally 
the survey announcement 
should be published as an 
appendix. 
Adult Communication Disorders were contacted by e-mail 
and asked to circulate the study information and web-link to 
members via e-mail and social media (Facebook and Twitter). 
Study information was also published in the Adult 




Web/E-mail State the type of e-survey (e.g., 
one posted on a Web site, or 
one sent out through e-mail). If 
it is an e-mail survey, were the 
responses entered manually 
into a database, or was there an 
automatic method for capturing 
responses? 
Survey instrument was on Survey Monkey. Details in 
Methods section. 
Context Describe the Web site (for 
mailing list/newsgroup) in 
which the survey was posted. 
What is the Web site about, 
who is visiting it, what are 
visitors normally looking for? 
Discuss to what degree the 
content of the Web site could 
pre-select the sample or 
influence the results. For 
example, a survey about 
vaccination on an anti-
immunization Web site will 
have different results from a 
Web survey conducted on a 
government Web site 
Survey instrument was on Survey Monkey. Details in 
Methods section. 
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Mandatory/voluntary Was it a mandatory survey to 
be filled in by every visitor 
who wanted to enter the Web 
site, or was it a voluntary 
survey? 
Participation was voluntary. 
Incentives Were any incentives offered 
(e.g., monetary, prizes, or non-
monetary incentives such as an 
offer to provide the survey 
results)? 
No incentives were offered. 
Time/Date In what timeframe were the 
data collected? 




To prevent biases items can be 
randomized or alternated. 
The survey contained 38 questions presented in fixed order 




Use adaptive questioning 
(certain items, or only 
conditionally displayed based 
on responses to other items) to 
reduce number and complexity 
of the questions. 
Most questions (30) were mandatory. 8 were sub-questions, 
conditional on answer given to previous item (see Methods & 
Appendix D). 
Number of Items What was the number of 
questionnaire items per page? 
The number of items is an 
important factor for the 
completion rate. 
The survey contained 38 questions presented in fixed order 
over 37 screens with 1-4 items per screen (see Methods & 
Appendix D). Completion rate is addressed in Discussion 
section. 
Number of screens 
(pages) 
Over how many pages was the 
questionnaire distributed? The 
number of items is an 
important factor for the 
completion rate. 
The survey contained 38 questions presented in fixed order 
over 37 screens with 1-4 items per screen (see Methods & 
Appendix D). Completion rate is addressed in Discussion 
section. 
Completeness check It is technically possible to do 
consistency or completeness 
Completeness status was given per Survey Monkey platform. 
We used a mix of response formats including indeterminate 
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checks before the questionnaire 
is submitted. Was this done, 
and if “yes”, how (usually 
JAVAScript)? An alternative is 
to check for completeness after 
the questionnaire has been 
submitted (and highlight 
mandatory items). If this has 
been done, it should be 
reported. All items should 
provide a non-response option 
such as “not applicable” or 
“rather not say”, and selection 
of one response option should 
be enforced. 
response options (e.g., “this information is unavailable to 
me”) to capture respondent uncertainty. Open-ended free text 
responses (“Other”) were also permitted to capture 
unanticipated issues, elaboration and explanation. The 
majority (30) of questions were mandatory and required a 
response option. See Methods section. 
 
Review step State whether respondents 
were able to review and change 
their answers (e.g., through a 
Back button or a Review step 
which displays a summary of 
the responses and asks the 
respondents if they are 
correct). 
Participants were unable to review and change answers to 
previous items (see Methods section). 
Response 
rates 
Unique site visitor If you provide view rates or 
participation rates, you need to 
define how you determined a 
unique visitor. There are 
different techniques available, 
based on IP addresses or 
cookies or both. 
See Methods & Methodological Critique & Limitations 
sections: As responses were anonymous, non-respondent 
analysis and efforts to identify multiple entries from the same 
individual were not possible. 
View rate (Ratio of 
unique survey 
Requires counting unique 
visitors to the first page of the 
survey, divided by the number 
View rate was not available since unique first survey page 
visitor information was unavailable. This was primarily 
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of unique site visitors (not page 
views!). It is not unusual to 
have view rates of less than 0.1 
% if the survey is voluntary. 
because responses were anonymous and so it was not possible 
to capture unique visitor information. 
Participation rate 
(Ratio of unique 
visitors who agreed 
to participate/unique 
first survey page 
visitors) 
Count the unique number of 
people who filled in the first 
survey page (or agreed to 
participate, for example by 
checking a checkbox), divided 
by visitors who visit the first 
page of the survey (or the 
informed consents page, if 
present). This can also be 
called “recruitment” rate. 
Participation rate was not available since unique first survey 
page visitor information was unavailable. This was primarily 
because responses were anonymous and so it was not possible 
to capture unique visitor information.  
Completion rate 
(Ratio of users who 
finished the 
survey/users who 
agreed to participate) 
The number of people 
submitting the last 
questionnaire page, divided by 
the number of people who 
agreed to participate (or 
submitted the first survey 
page). This is only relevant if 
there is a separate “informed 
consent” page or if the survey 
goes over several pages. This 
is a measure for attrition. Note 
that “completion” can involve 
leaving questionnaire items 
blank. This is not a measure for 
how completely questionnaires 
were filled in. (If you need a 
measure for this, use the word 
“completeness rate”.) 
Completion rate was 81%. See Methods & Methodological 
Critique & Limitations sections. 
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Cookies used Indicate whether cookies were 
used to assign a unique user 
identifier to each client 
computer. If so, mention the 
page on which the cookie was 
set and read, and how long the 
cookie was valid. Were 
duplicate entries avoided by 
preventing users’ access to the 
survey twice; or were duplicate 
database entries having the 
same user ID eliminated before 
analysis? In the latter case, 
which entries were kept for 
analysis (e.g., the first entry or 
the most recent)? 
Responses were anonymous and so efforts to identify 
multiple entries from the same individual were not possible. 








Indicate whether the IP address 
of the client computer was 
used to identify potential 
duplicate entries from the same 
user. If so, mention the period 
for which no two entries from 
the same IP address were 
allowed (e.g., 24 hours). Were 
duplicate entries avoided by 
preventing users with the same 
IP address access to the survey 
twice; or were duplicate 
database entries having the 
same IP address within a given 
period eliminated before 
analysis? If the latter, which 
entries were kept for analysis 
Responses were anonymous and so IP Check was not 
possible. See Methods & Methodological Critique & 
Limitations sections. 
Appendix 11 Survey reporting checklists (paper 4): CHERRIES; STROBE 
440 | P a g e  
 
(e.g., the first entry or the most 
recent)? 
Log file analysis Indicate whether other 
techniques to analyse the log 
file for identification of 
multiple entries were used. If 
so, please describe. 
Responses were anonymous and so Log File Analysis was not 
possible. See Methods & Methodological Critique & 
Limitations sections. 
Registration In “closed” (non-open) 
surveys, users need to login 
first and it is easier to prevent 
duplicate entries from the same 
user. Describe how this was 
done. For example, was the 
survey never displayed a 
second time once the user had 
filled it in, or was the username 
stored together with the survey 
results and later eliminated? If 
the latter, which entries were 
kept for analysis (e.g., the first 
entry or the most recent)? 





Were only completed 
questionnaires analysed? Were 
questionnaires which 
terminated early (where, for 
example, users did not go 
through all questionnaire 
pages) also analysed? 
All data were included for analysis including incomplete 
questionnaires (see Methods section). 
Questionnaires 
submitted with an 
atypical timestamp 
Some investigators may 
measure the time people 
needed to fill in a questionnaire 
and exclude questionnaires that 
were submitted too soon. 
Timestamp was not collected. 
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Specify the timeframe that was 
used as a cut-off point and 
describe how this point was 
determined. 
Statistical correction Indicate whether any methods 
such as weighting of items or 
propensity scores have been 
used to adjust for the non-
representative sample; if so, 
please describe the methods. 
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From: von Elm, E., Altman, D., Egger, M., Pocock, S., Gøtzsche, P., Vandenbroucke, J., & STROBE Initiative. (2007). The Strengthening the 
Reporting of Observational Studies in Epidemiology (STROBE) statement: guidelines for reporting observational studies. PLoS Medicine, 16(4), 
e296. doi:10.1371/journal.pmed.0040296 
 
Item Number Recommendation How this is addressed 
TITLE and 
ABSTRACT 
1 (a) Indicate the study’s design with a 
commonly used term in the title or the 
abstract 
(b) Provide in the abstract an informative 
and balanced summary of what was done 
and what was found 
(a) Study design (cross-sectional survey) included in both title 
and abstract. 






2 Explain the scientific background and 
rationale for the investigation being 
reported 
Scientific background, rationale included in comprehensive 
Background section. 
Objectives 3 State specific objectives, including any 
prespecified hypotheses 
Study aim included in Background section. 
METHODS 
Study design 4 Present key elements of study design early 
in the paper 
Study design presented, explicated in Methods section. 
Setting 5 Describe the setting, locations, and 
relevant dates, including periods of 
recruitment, exposure, follow-up, and data 
collection 
Online survey forma and relevant dates for data collection 
provided in Methods section. 
Participants 6 (a) Cohort study—Give the eligibility 
criteria, and the sources and methods of 
selection of participants. Describe methods 
of 
follow-up 
Case-control study—Give the eligibility 
criteria, and the sources and methods of 
Cross-sectional study: Ethical approval, eligibility criteria, 
recruitment sources and methods are provided in Methods 
section. 
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case ascertainment and control selection. 
Give 
the rationale for the choice of cases and 
controls 
Cross-sectional study—Give the eligibility 
criteria, and the sources and methods of 
selection of participants 
(b) Cohort study—For matched studies, 
give matching criteria and number of 
exposed and unexposed 
Case-control study—For matched studies, 
give matching criteria and the number of 
controls per case 
 
Variables 7 Clearly define all outcomes, exposures, 
predictors, potential confounders, and 
effect modifiers. Give diagnostic criteria, if 
applicable 
Cross-sectional study using descriptive statistical analysis – 
there are no outcomes, exposures, predictors, confounders, 




8* For each variable of interest, give sources 
of data and details of methods of 
assessment (measurement). 
Describe comparability of assessment 
methods if there is more than one group 
Survey responses constitute the only source of data in this 
study. 
Bias 9 Describe any efforts to address potential 
sources of bias 
This is a cross-sectional survey of clinician perspectives 
employing descriptive statistical analysis.  Whilst the issue of 
bias is not directly addressed, we describe efforts taken to 
increase sample representativeness in the Methods section 
and potential implications of limitations in terms of 
geographical representativeness, estimated response rate and 
non-completion in the Methodological critique and limitations 
section.  
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Study size 10  
 
We purposively targeted respondents and describe 
bespoke recruitment strategy designed to maximise 




11 Explain how quantitative variables were 
handled in the analyses. If applicable, 
describe which groupings were chosen, and 
why 
Quantitative descriptive analysis methods are described in the 
Methods section. Categorical data, binary and multiple 
responses were analysed to obtain frequency statistics. All 




12 (a) Describe all statistical methods, 
including those used to control for 
confounding 
(b) Describe any methods used to examine 
subgroups and interactions 
(c) Explain how missing data were 
addressed 
(d) Cohort study—If applicable, explain 
how loss to follow-up was addressed 
Case-control study—If applicable, explain 
how matching of cases and controls was 
addressed 
Cross-sectional study—If applicable, 
describe analytical methods taking account 
of sampling strategy 
(e) Describe any sensitivity analyses 
 
Sampling strategy, descriptive statistics, handling of open-
ended responses, advisory group involvement in data 
interpretation / validation are discussed in the Methods 
section. Categorical data, binary and multiple responses were 
analysed to obtain frequency statistics. Open-ended 
responses not captured in the given response options 
were grouped in similar categories and included 
descriptively. The results were then presented back to 
the advisory group for their comment and interpretation 




Participants  13* (a) Report the numbers of individuals at 
each stage of the study—e.g., numbers 
potentially eligible, examined for eligibility, 
confirmed 
(a) Participant information provided in text and tabular form in 
Results section including numbers of participants who 
consented, were eligible, discontinued and/or completed the 
survey. As responses were anonymous, non-respondent 
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eligible, included in the study, completing 
follow-up, and analysed 
(b) Give reasons for non-participation at 
each stage 
(c) Consider use of a flow diagram 
 
analysis and efforts to identify multiple entries from the 
same individual were not possible.  
(b) Possible reasons for non-completion / non-
participation on later survey items are explored in the 
Discussion section. 
(c) We did not consider that a flow diagram would add 






14*  (a) Give characteristics of study 
participants (e.g., demographic, clinical, 
social) and information on exposures and 
potential confounders 
(b) Indicate the number of participants with 
missing data for each variable of interest 
(c) Cohort study—Summarise follow-up 
time (e.g., average and total amount) 
 
Participant information provided in text and tabular form in 
Results section. 
Non-completion rate is discussed in the Discussion section. 
Analysis is descriptive and as such there are no exposures / 
confounders. 
 
Outcome data  15* Cohort study—Report numbers of outcome 
events or summary measures over time 
Case-control study—Report numbers in 
each exposure category, or summary 
measures of exposure 
Cross-sectional study—Report numbers of 
outcome events or summary measures 
 
Cross-sectional study – we report results of descriptive 
statistics in the Results section. 
Main results  16  (a) Give unadjusted estimates and, if 
applicable, confounder-adjusted estimates 
and their precision (e.g., 95% confidence 
interval). 
Reported in the Results section. 
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Make clear which confounders were 
adjusted for and why they were included 
(b) Report category boundaries when 
continuous variables were categorized 
(c) If relevant, consider translating 
estimates of relative risk into absolute risk 





17 Report other analyses done—e.g., analyses 
of subgroups and interactions, and 
sensitivity analyses 
No other analyses were completed. 
DISCUSSION 
 
Key results 18 Summarise key results with reference to 
study objectives 
A summary of results in relation to the study aim is provided in 
the Discussion section.  
Limitations 19 Discuss limitations of the study, considering 
sources of potential bias or imprecision. 
Discuss both direction and magnitude 
of any potential bias 
Limitations and validity issues are addressed in the 
Methodological Critique and Limitations section. 
Interpretation 20 Give a cautious overall interpretation of 
results considering objectives, limitations, 
multiplicity of analyses, results from similar 
studies, 
and other relevant evidence 
The results are interpreted in relation to relevant international 
and national literature in the Discussion section and an overall 
interpretation is given in the final Conclusions section. 
Generalisability 21 Discuss the generalisability (external 
validity) of the study results 
Issues of content and external validity and generalisation are 
addressed in the Methodological Critique and Limitations 
section. 
OTHER INFORMATION 
Funding 22 Give the source of funding and the role of 
the funders for the present study and, if 
The first author is a PhD scholar funded by the Health 
Research Board in Ireland (SPHeRE/2013/1). The funders had 
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applicable, for the original study on which 
the 
present article is based 
no role in study design, data collection and analysis, decision 





*Give such information separately for cases and controls in case-control studies, and, if applicable, for exposed and unexposed groups in cohort 
and cross-sectional studies.  
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Appendix 12 PPI survey development  
The group was presented with an aphasia-friendly summary of the content of the 
survey instrument. This consisted of 13 question topics (with draft multiple-
choice responses) that were grouped into 5 categories, presented sequentially.  
 
Table: Survey question topics 
Category Question content 
Information can help you to live 
well 
Information about aphasia  
Information about services 
Information for families 
When information is available  
Other people can help you to 
live well 
How are social networks supported (including 
information, raising awareness) 
Doing things can help you to 
live well 
How are people supported to do things in the 
community? 
Support from services can help 
you to live well 
Mental health support 
Community services 




Education for health 
professionals 
 
Appendix 13 Survey Instrument 
449 | P a g e  
 
 
Members were invited to comment and give their views on each category and 
sub-category, whether our suggested content was sensible and if they had any 
further ideas to add. They were encouraged to consider not only existing support 
services, but also those that would support living well with aphasia in an ideal 
world. For each finding, members’ views were written down onto stickies, added 
to a flipchart and sorted into groupings of similar ideas / survey sections by MM 
[” flexible brainstorming”]. Stickies were read aloud to member-check and to 
determine saturation of ideas (for each section and question) [” interviewing the 
technique”]. 
The group made 27 unique contributions. An additional 22 contributions 
were made by MM/SF/CC/ER. The members’ contributions constituted 
suggested changes both to questions (e.g. add a distinct question probing 
information for friends – separate from family members) and multiple-choice 
response options (e.g. can people access counselling services for children). 
Active involvement in the process was also demonstrated by frequent questioning 
to clarify the intended meaning of the researchers – for example, what did 
“individual goals”, “formal support for family members”, “aphasia café” mean?  
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S1Title Concise descrdiption of the 
nature and topic of the study 
identifying the study as 
qualitative or indicating th 
eapproach (e.g. ethnography, 
grounded theory) or data 
collectino methods is 
recommended. 
 
The relevance of 
stroke care for living 
well with post-stroke 
aphasia: a qualitative 
interview study with 
working aged adults. 
S2 Abstract Summary of key elements of the 






Description and significance of 
the problem/phenomenon 
studied; review of relevant theory 
and empirical work; problem 
statement. 
5.2 
S4 Purpose or 
research 
question 
Purpose of the study and specific 







Qualitative approach and guiding 
theory if appropriate; identifying 






Researchers’ characteristics that 
may influence the resaerch 
including personal attributes, 
qualifications/experience, 
relationship with participants, 
assumptions and/or 
presuppositions, potential or 
actual interaction between 
researchers’ characteristics and 
the research questions, approach, 
methods, results, and/or 
transferability.  
5.3.2 
S7 Context Setting/site and salient contextual 
factors; rationale. 
5.3.3 and Appendix 
15 
Appendix 14 Interview reporting checklists (SRQR) 




How and why research 
participants, documents, or 
events were slected; criteria for 
deciding when no further 
sampling was necessary; 
rationale. 
5.3.3  
S9 Ethical issues 
pertaining to 
human subjects 
Documentation of approval by an 
appropriate ethics review board 
and participant consent, or 
explanation for lack thereof; 
other confidentiality and data 
security issues. 





Types of data collected; details of 
data collection procedures 
including (as appropriate) start 
and stop dates of data collection 
and analysis, iterative process, 
triangulation of sources/methods, 
and modificatino of procedures in 








Description of instruments (e.g. 
interview guides, questionnaires) 
and devices used for data 
collection. 
5.3.3 and Appendix 
19  
S12 Units of 
study 
Number and relevant 
characteristics of participants, 
documetns or events included in 
the study; level of participation 




Methods for processing data prior 
to and during analysis, including 
transcrition, data entry, data 
management and security, 







Process by which inferences, 
themes were identified and 
developed, including the 
researchers involved in data 
analysis; usually references a 
specific paraidm or approach; 
rationale. 
5.3.7 and Appendices 
20-21. 
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Techniques to enhance 
trustworthiness and credibility of 
data analysis (e.g. member 







Main findings 5.4 
Links to 
empirical data 






S18 Integration with prior work, 
implications, transfereability, and 
contribution(s) to the field. 
5.5 




S20 Conflicts of 
interest 
Potential sources of influence or 
perceived influence on study 
conduct and conclusions; how 
these were managed. 
Interest statement 
The authors declare 
no competing 
interests. 
S21 Funding Sources of funding and other 
support; role of funders in data 
collection, interpretation and 
reporting. 
Funding statement 
Molly Manning is a 
PhD scholar funded 
by the Health 
Research Board 
(SPHeRE/2013/1). 
The funder had no 
role in study design, 
data collection and 
analysis, decision to 
publish, or 










S1Title Concise descrdiption of the 
nature and topic of the study 
identifying the study as 
qualitative or indicating th 
eapproach (e.g. ethnography, 
grounded theory) or data 
collection methods is 
recommended. 
…Adapting and living 
well with aphasia: 
Qualitative 
interviews with 
working aged adults. 
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S2 Abstract Summary of key elements of the 






Description and significance of 
the problem/phenomenon 
studied; review of relevant 
theory and empirical work; 
problem statement. 
6.2 
S4 Purpose or 
research 
question 
Purpose of the study and specific 







Qualitative approach and guiding 
theory if appropriate; identifying 






Researchers’ characteristics that 
may influence the resaerch 
including personal attributes, 
qualifications/experience, 
relationship with participants, 
assumptions and/or 
presuppositions, potential or 
actual interaction between 
researchers’ characteristics and 
the research questions, 
approach, methods, results, 
and/or transferability.  
6.3.2 
S7 Context Setting/site and salient 




How and why research 
participants, documents, or 
events were slected; criteria for 
deciding when no further 
sampling was necessary; 
rationale. 
6.3.4 
S9 Ethical issues 
pertaining to 
human subjects 
Documentation of approval by an 
appropriate ethics review board 
and participant consent, or 
explanation for lack thereof; 






Types of data collected; details of 
data collection procedures 
including (as appropriate) start 
and stop dates of data collection 
and analysis, iterative process, 
triangulation of 
6.3.7 
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sources/methods, and 
modificatino of procedures in 






Description of instruments (e.g. 
interview guides, questionnaires) 
and devices used for data 
collection. 
6.3.7 and Appendix 
19  
S12 Units of 
study 
Number and relevant 
characteristics of participants, 
documetns or events included in 
the study; level of participation 




Methods for processing data 
prior to and during analysis, 
including transcrition, data entry, 
data management and security, 







Process by which inferences, 
themes were identified and 
developed, including the 
researchers involved in data 
analysis; usually references a 







Techniques to enhance 
trustworthiness and credibility of 
data analysis (e.g. member 







Main findings 6.4 
Links to 
empirical data 






S18 Integration with prior work, 
implications, transfereability, and 
contribution(s) to the field. 
6.5 




S20 Conflicts of 
interest 
Potential sources of influence or 
perceived influence on study 
Interest statement 
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conduct and conclusions; how 
these were managed. 
The authors declare 
no competing 
interests. 
S21 Funding Sources of funding and other 
support; role of funders in data 
collection, interpretation and 
reporting. 
Funding statement 
Molly Manning is a 
PhD scholar funded 
by the Health 
Research Board 
(SPHeRE/2013/1). 
The funder had no 
role in study design, 
data collection and 
analysis, decision to 
publish, or 










S1Title Concise descrdiption of the 
nature and topic of the study 
identifying the study as 
qualitative or indicating th 
eapproach (e.g. ethnography, 
grounded theory) or data 
collection methods is 
recommended. 
 
… the relevance of 
social participation 




working aged adults. 
S2 Abstract Summary of key elements of the 






Description and significance of 
the problem/phenomenon 
studied; review of relevant 
theory and empirical work; 
problem statement. 
7.2 
S4 Purpose or 
research 
question 
Purpose of the study and specific 







Qualitative approach and guiding 
theory if appropriate; identifying 
the resaerch paradigm is also 
recommended; rationale. 
7.3.1 
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Researchers’ characteristics that 
may influence the resaerch 
including personal attributes, 
qualifications/experience, 
relationship with participants, 
assumptions and/or 
presuppositions, potential or 
actual interaction between 
researchers’ characteristics and 
the research questions, 
approach, methods, results, 
and/or transferability.  
7.3.2 
S7 Context Setting/site and salient 




How and why research 
participants, documents, or 
events were slected; criteria for 
deciding when no further 
sampling was necessary; 
rationale. 
7.3.4 
S9 Ethical issues 
pertaining to 
human subjects 
Documentation of approval by an 
appropriate ethics review board 
and participant consent, or 
explanation for lack thereof; 






Types of data collected; details of 
data collection procedures 
including (as appropriate) start 
and stop dates of data collection 
and analysis, iterative process, 
triangulation of 
sources/methods, and 
modificatino of procedures in 







Description of instruments (e.g. 
interview guides, questionnaires) 
and devices used for data 
collection. 
7.3.5 and Appendix 
19  
S12 Units of 
study 
Number and relevant 
characteristics of participants, 
documetns or events included in 
the study; level of participation 




Methods for processing data 
prior to and during analysis, 
including transcrition, data entry, 
7.3.7 
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data management and security, 






Process by which inferences, 
themes were identified and 
developed, including the 
researchers involved in data 
analysis; usually references a 
specific paraidm or approach; 
rationale. 





Techniques to enhance 
trustworthiness and credibility of 
data analysis (e.g. member 







Main findings 7.4 
Links to 
empirical data 






S18 Integration with prior work, 
implications, transfereability, and 
contribution(s) to the field. 
7.5 




S20 Conflicts of 
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Potential sources of influence or 
perceived influence on study 
conduct and conclusions; how 
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S21 Funding Sources of funding and other 
support; role of funders in data 
collection, interpretation and 
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Appendix 15 Description of Irish health system and third-sector 
support  
In Ireland, there is a 2-tier healthcare system comprising a largely tax-funded 
public system (Health Service Executive, HSE) and a private health sector 
accessed by about 46% of the population (Health Insurance Authority, 2019). 
About one third of the population has medical card status (means-assessed 
entitlement to free public health services); the rest make some payment for health 
services including for General Practice and public hospitals (European 
Observatory on Health Systems and Policies, 2016). SLT and other therapies may 
be free at the point of care for all citizens regardless of medical card status, 
however timely access may be significantly limited in the public system 
(Community Services Subgroup of the National Stroke Working Group, 2011). 
Access to post-stroke support including SLT, psychological support and support 
for families/caregivers is fragmented, variable and front-loaded (Community 
Services Subgroup of the National Stroke Working Group, 2011; Health Service 
Executive Quality and Clinical Care Directorate, 2012; Horgan, Walsh, Galvin, 
Macey, & Loughnane, 2014; McElwaine, McCormack, & Harbison, 2015; 
McElwaine, McCormack, & Harbison, 2016). Indeed, a lack of availability of 
rehabilitation services for people with acquired brain injury has been highlighted 
in both public and private sectors (Muldoon, Walsh, Curtin, & Kinsella, 2017). 
There is a consequent reliance on the voluntary sector for provision of essential 
services including neurorehabilitation and community support (McElwaine et al., 
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2016). Such organisations include referral sources for this study: Acquired Brain 
Injury Ireland (ABII), Aphasia Ireland, Croí, Headway Ireland, Irish Heart 
Foundation (IHF) and the Limerick Stroke Support Club. We also recruited 
through the SLT service in the Health Service Executive (HSE) Mid-West.  
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Who or what helps people with aphasia post-stroke of 
working age to live well in Ireland? 
 
Research team 
PhD Scholar, Molly Manning (University of Limerick) 
Supervised by: 
Professor Sue Franklin (University of Limerick) 
Professor Anne Hickey (Royal College of Surgeons in 
Ireland) 
Professor Anne MacFarlane (University of Limerick) 
 
What is the study about? 
To find out about who or what helps people with aphasia 
post-stroke of working age to live well in Ireland.  
If you agree, your significant other (e.g. spouse, partner, 
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Where will the study take place?  
In your home or in [HSE / third-sector support 
organisation] at a time that suits you.  
 
What will I have to do? 
The study has 2 parts. You will be seen by PhD student 
Molly Manning on 2 different days.   There will be at least 
2 days between sessions. 
On the first day 
• You will do a small number of tests, such as naming 
pictures of objects or describing more complex 
pictures. This will take about 1 hour.  
• We will audio-record and video-record your picture 
naming - these recordings will be destroyed once the 
recording has been transcribed.   
 
On the second day 
• You will be asked about your experiences and 
opinions.  
• If you agree, your significant other will also answer 
questions.  
• You will both be interviewed in the same room at the 
same time.  
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• You will be asked questions separately. 
• The interview will be audio-recorded and video-
recorded. 
• The interview will take 2 hours, with breaks if you 




Who can be in the study? 
• People who have aphasia after a stroke: 
o Aged 18-65 years.  
o English-speakers.  
o No severe hearing or cognitive problems. 
o It has been at least 1 year since the stroke. 
• If you agree, a significant other such as your spouse, 
partner, son/ daughter or main caregiver.  
 
Do I have to do this research?   
No. And it will not affect access to any future treatment. 
 
Can I change my mind? 
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What are the benefits of taking part in the study? 
There is no pay.  
The study will help us to understand who or what has been 
important for you to live well. This is important for 
planning support services for people with aphasia. 
 
Are there any risks? 
There are no risks. If you are tired or emotional during the 
study, you can take a break or stop whenever you want 
Is the research confidential? 
• YES - Your information will be kept private. 
• The information you give will be used as part of a larger 
study. 
• The results may be presented at a conference and in a 
scientific journal.  
• The things that you say may also be presented. 
• You will never be named in the research. 
• The recordings will not be presented. 
• Information will be destroyed after 7 years.  
• You can ask for a copy of the audio-recording, video-
recording, transcript of the interview and the research 
findings. 
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Who do I contact if I am interested in taking part? 
[REFERRING ORGANISATION WILL DECIDE IF POTENTIAL 
PARTICIPANTS CONTACT RESEARCHER DIRECTLY] 
 
 
Molly Manning (PhD Student) 
 
Phone:  061-202113  
 
 




Address: School of Allied Health,  
Faculty of Education and Health 
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Can I complain? 
YES 
Complaints or queries about the study can be directed to:  
Professor Sue Franklin,  
Professor of Speech & Language Therapy,  
School of Allied Health,  





Education and Health Sciences Research Ethics Committee 
EHS Faculty Office 
University of Limerick 





This research has received ethical approval from the 
University of Limerick Research Ethics Committee.  
EHSREC approval number: 2016_09_06_EHS
 
 




Study title: Who or what helps people with aphasia post-stroke of working age to 
live well in Ireland? 
 
I read the information leaflet     
YES  NO  
 
I had an opportunity to ask questions    
YES  NO  
 
I was satisfied with the answers to my questions    
YES  NO  
 
I understand what is involved    
YES  NO  
 
I understand that information is kept safe and 
private  
YES  NO  
 
I know that I will not be named in any reports or 
talks about this study                      
YES  NO  
 
I know I can stop at any time                                 
YES  NO  
 
I agree to my spouse or carer being interviewed  
YES  NO  
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I agree to being audio-recorded                 
YES  NO  
 
I agree to being video recorded                 
YES  NO  
 
I understand that I can ask for a copy of the audio-
recording, the video-recording, the interview 
transcript and the research findings. 
I can review these to make sure that I have been 
heard correctly. 
YES  NO  
I agree to participate in this study  
 
Name: (please print): __________________________ 
 
 
___________________________________  ________________________ 
You Sign Here                      Date 
 
___________________________________  ________________________ 
Researcher Signs Here    Date  
 
 





Molly Manning (PhD Student) 
 
Phone:  061-202113  
 
 




Address: School of Allied Health,  
Faculty of Education and Health Sciences,  
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This research has received ethical approval from the University 
of Limerick Research Ethics Committee.  
EHSREC approval number: 2016_09_06_EHS. 
 
If you have concerns regarding this study, please contact:  
 
Chairman, 
Education and Health Sciences Research Ethics Committee 
EHS Faculty Office 
University of Limerick 
Tel : (061) 234 101 









Appendix 17 Participative-member checking interview study 
Study title: Who or what helps people with aphasia post-stroke of 
working age to live well in Ireland? 
 
I understand that I can ask for a copy of the audio-recording, the 
video-recording, the interview transcript and the research 
findings.  
 
 I can review these to make sure that I have been heard correctly. 
I would like a copy of the audio-
recording 
YES  NO  
I would like a copy of the video-
recording 
YES  NO  
I would like a copy of the interview 
transcript 
YES  NO  
I would like a copy of the research 
findings 
YES  NO  
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The research findings 
A short written report in the post 
YES  NO  
A short written report by email 
YES  NO  
A phone call from Molly to read the 
report out 
YES  NO  
A PowerPoint with audio-recording 
sent by email 
YES  NO  
A video of the report sent by email  
YES  NO  
A longer, detailed report sent by post / 
email  
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Appendix 18 Overview of language assessment 
 
Domain assessed Test / sub-test 
Gross cognitive 
abilities 
Comprehension Aphasia Test (CAT) Cognitive Screen  
 
Sub-tests: 
— Line bisection 
— Semantic memory 
— Word fluency 
— Recognition memory 




Informal observation   
 
Purpose: 
— Determine which receptive and expressive language 
tests to administer;  
— observe and / or test communication strategies in 
use;  
— document communication strategies reported by 
PWA and/or significant other. 
 
Receptive language  — If mild receptive difficulties evident, administer: 
CAT comprehension of spoken sentences. 
— If moderate – severe receptive difficulties evident, 
administer: CAT comprehension of spoken words. 
— Step up / step down as necessary. 
 
If further step down required, administer one or more of the 
following, as appropriate: 
— Western Aphasia Battery – Revised (WAB-R) 
Auditory Verbal comprehension (yes / no questions). 
— Informal word – photo matching. 
 
Expressive language — CAT naming objects sub-test. 
— WAB-R Spoken picture description. 
 
Synthesis From data above: 
— Use Boston Diagnostic Aphasia Examination 
(BDAE) to assign overall severity rating 0-5. 
— Synthesise all data above to identify strategies to be 
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Appendix 19 Interview topic guide 
NON-DIRECTIVE QUESTIONS 
1. Tell me a little about yourself (e.g. living arrangements, day-to-day activities, 
interests)? 
2. How does a normal week for you look like? 
3. What’s most important for you in your life? 
4. Is there anything else that is important for living well with aphasia? 
MORE DIRECTED QUESTIONS 
INFORMATION 
ABOUT APHASIA & 
SERVICES 
Can you tell me a bit about when you had your stroke?  
What helped you to know about your aphasia? 
Is it important to know about your aphasia? 
What helps you to get the support services you need? 
What would / would have helped…? 
SUPPORT FOR 
FAMILY & FRIENDS 
Can you talk to me about the people in your life? How was life 
for them after the stroke? 
Is support services for family & friends important too? 
Were your family supported after stroke? 
Is it important that they understand about aphasia? 
What helped / would have helped…? 
SUPPORT FROM 
FAMILY & FRIENDS 
Can you talk to me about the people in your life?  
How do family and friends support you to live well? 
What got in the way of friends and family supporting you after 
stroke?  
What would help? 
EDUCAITON FOR 
HEALTH & RELATED 
CARE 
PROFESSIONALS 
Is it important that support services know about aphasia? 
Is it important to be included in decisions about treatment and 
therapy? 
What would help…? 
ACCESS TO 
SERVICES 
How did you come to be a member of [organisation]? 
Thinking back to when you had your stroke, can you talk to me 
about your experience of services? 
Are you currently receiving any treatment? What is your 
experience of this treatment? What are the benefits? 
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Is it important to have support services several years after 
stroke? 
Did you have all the types of services you needed (e.g. 
counselling)? 
Did you have to wait a long time? 
Was there enough support for you as a younger person? 
What supports would help…? 
What prevented you from getting the support you needed to live 
well? 
What are your experiences of therapy; what makes it good or 
bad? 
Is it a good idea to involve PWA in planning and running 
support services? 
ACCEPTING APHASIA Can you talk to me about your life since you had your stroke? 
Has living with aphasia changed over time? 
Can you talk to me about how you feel about your aphasia now?  
What helped / would have helped / would help? 
EFFECTS OF 
APHASIA 
Can you talk to me about your life since you had your stroke? 
How is day-to-day life affected by aphasia (or stroke)? 
Is there anything you would change about your life? 
DOING THINGS What do you like to do? 
Is it important for you to do things? (e.g. try new things; 
socialise; meet new people; be part of the community). 
What things would you like to do / plan to do? 
What helps / would help you to do these things / be part of 
community etc.? 
PUBLIC ATTITUDES Can you talk to me about your experiences of going to the 
shops, or to the bank etc.? 
How are the attitudes of the general public / people in work / 
etc.? 
Is there is a lack of understanding about aphasia? 
Is it important to raise awareness about aphasia? 
Is it important to be open about aphasia? 
Do others get in the way of doing what you want to do? What 
would help? 
Do others help you to do what you want to do? 
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Appendix 20 Preliminary interview coding using a flexible deductive approach  
 
PERSONAL ACCEPTANCE AND 
INTEGRATION OF APHASIA 
This group of descriptive themes concerns the individual process of accepting and integrating aphasia and its impacts and is split into barriers to be 
overcome including disruption to identity, negative emotions, loss of professional identity and reduced participation, and enablers such as  
renegotiation of identity, acceptance of disability, cultivating a positive outlook, self-growth and actively directing one's own recovery. 
1.3 Actively directing own recovery Contains references to persevering and directing one's own recovery, establishing routine, learning new skills and self-growth. 
Actively directing own recovery Contains references to a sense of responsibility for, and ownership of one's own recovery, re-learning (with or without formal input) via goal-
oriented behaviour and actively incorporating practice into everyday routines. 
I want to keep my mind active Contains references to engaging activities to distract, stimulate and occupy the mind, re-establish routine and gain a sense of structure and purpose. 
Perseverance and determination Contains references to continual determination and perseverance in trying to improve one's own life, increase positivity, improve skills and abilities 
and to live successfully with aphasia. 
Self-growth and skills Contains references to self-growth through 'doing', via learning, re-learning or re-discovering skills and developing a sense of ability and usefulness. 
1.2 Cultivating positivity, feeling 
good 
Contains references to cultivating and striving for positivity, hope and optimism, and doing things that provide a sense of pleasure and fun. 
Appreciation and gratitude Contains references to feelings of appreciation and gratitude experienced by some people with aphasia, recognising value in what remains, not taking 
things for granted. 
It really makes me feel good Contains references to feelings of well-being, relaxation, satisfaction and pleasure through engagement in personally meaningfully activities 
including 'language-lite' activities. 
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Optimism and hope Contains references to the dynamic and fluid process of developing and maintaining hope; past experiences may influence how one engages with 
hopes for the future. Hope & positivity are interlinked and co-exist - a lack of one impacts on the other. Having hope, expectation and belief that 
future recovery may be important for remaining positive. 
Striving for positivity Contains references to striving to develop and maintain a positive outlook for being able to move on with life and to live successfully with aphasia. 
You’ve got to laugh Contains references to laughter, having a sense of humour and fun and making an effort to enjoy oneself. 
1.1 Disruption to identity and 
emotional impact of aphasia 
Contains references to the impact of aphasia in terms of self-identity, professional identity, participation and emotional wellbeing and to the tensions 
or difficulties experienced by PWA in accepting the chronic nature of aphasia and stroke-related changes. 
Difficult to accept changes Contains references to difficulty or reluctance to accept the impact and chronicity of aphasia and stroke. Tension between hope and optimism for 
future recovery and accepting chronicity of disability. 
Disruption to identity Contains references to a sense of disruption to self-identity post-aphasia, for example questioning identity, existential crisis, sense of having lost 
oneself. 
I get very depressed, very emotional Contains references to feelings of depression or suicidal thoughts, hopelessness, despair, negative feelings about living with aphasia and the 
sentiment that it is simply not possible to live successfully with aphasia. 
Loss of professional identity Contains references to the impact of loss of professional identity and occupational activity (paid and voluntary). 
Reduced enjoyment and 
participation in usual activities 
Contains references to reduced ability to take part in, and to enjoy previous activities, including simple everyday tasks, reading, working and 
socialising, and the impact it has on well-being, hope and quality of life. 
1.4 Renegotiating identity and 
accepting changes 
Contains references to the process of coping, coming to terms with, and accepting aphasia and renegotiating identity such that aphasia no longer 
restricts participation. 
Accepting changed ability Contains references to acceptance of changed abilities. 
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Individual journey that takes time Contains references to the individual, non-linear journey of learning to live with aphasia. For some, the lived experience of aphasia improves with 
time; for others, aphasia is diversely experienced and continually reveals itself and therefore must be continually managed, responded to. 
Integrated part of identity Contains references to having a good quality of life, not being restricted by aphasia and moving on with life such that aphasia is an accepted and 
integrated part of identity. 
Live as much as you can; do as 
much as you can 
Contains references to doing things, including reengaging in previous activities and trying new ones. 
Make comparisons with other 
people 
Contains references to making comparisons with others with stroke or aphasia in order to making sense of and come to terms with aphasia, as a 
source of inspiration and to gain perspective around the relative severity of one's condition. 
What’s helps…Knowing that you 
have aphasia 
Contains references to having information about aphasia and prognosis for recovery in order to make sense of and come to terms with aphasia. 
RESPONSIVE, RELEVANT AND 
COLLABORATIVE SUPPORT 
SERVICES 
This group of descriptive themes concerns the individual and service characteristics that impact positively and negatively on people with aphasia in 
terms of both the relevance and responsiveness of formal support services and people's ability to manage, direct or collaborate with service providers 
regarding decisions about their care. 
3.1 Disempowered position with 
lack of information and 
collaboration 
Contains references to PWA's disempowerment when accessing support services including experiences of adverse events or a perceived lack of care, 
a lack of information about aphasia and service provision or negative prognostic information, which may impact negatively on ability to self-manage 
and advocate for appropriate care, a lack of inclusion in clinical decision making and fear of wasting the therapist's time or jeopardising the 
therapeutic relationship through collaboration. 
Adverse events, lack of care References to people with aphasia experiencing adverse incidences whilst in hospital or rehabilitation, and increased vulnerability due to aphasia. 
Lack of information about aphasia References a lack of information about the condition aphasia and its prognosis, which may impact on people's ability to come to terms with aphasia, 
to set meaningful goals or to appraise the benefit / loss of continued therapy. 
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Lack of information about service 
provision 
References to vagueness in the timeframe of therapy, discharge decisions and suitability for/ availability of / entitlement to formal support services in 
the long-term. Lack of information may impact on ability to self-advocate and organise further care. 
Negative prognoses References negative impact on positivity, hope and engagement with therapy as a result of receiving negative prognostic information about aphasia. 
Not included in conversations about 
treatment 
References to people not being included in discussions about their care, their condition, their management plan and discharge - for example, through 
a lack of dialogue with the HCP; dialogue solely with family member. May link with HCP lack of knowledge, skill regarding aphasia. 
Wasting therapist time Contains references to not wanting to jeopardise the therapeutic relationship or to waste the therapist's time, for example by requesting more therapy, 
questioning decisions or overly directing goal setting. 
3.2 Lack of life-relevant support 
services 
Contains references to a lack of life-relevant support services for PWA including language therapy perceived as theoretical or irrelevant sometimes 
resulting in patient-led discharge or disinterest, a lack of support for dealing with loss and emotional issues, a lack of support for younger PWA, and 
a lack of support for families and caregivers. 
Insufficient family support and 
inclusion 
Contains references to a lack of formal support for the families of people with aphasia and lack of inclusion of families particularly when necessary 
as communication and memory support. 
Lack of support for dealing with 
loss and depression 
References to a lack of formal support, either talk therapy or medication, for dealing with multiple losses and negative emotions. 
Lack of therapy References to people's experience of insufficient service provision in terms of amount, intensity, post-acute support, frequency of therapy, feeling 
abandoned on discharge and gaps in the continuity of service provision. Includes acute, post-acute and long-term stages in the journey. 
Language therapy not connected 
with broader life-context 
References to holistic, individualised service planning, taking into account a person's broader life context, other health & physical conditions, 
financial barriers, emotional issues, geographical access to rehabilitation and the relative priority people place on accessing therapy, e.g. some people 
would prefer simply to get back home. Includes preferences about frequency and intensity of support - some would prefer more flexibility depending 
on health & energy levels. 
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Nothing around for my age References to a lack of appropriate formal support specifically for relatively younger people post-stroke. 
Self-discharge or indifference about 
formal support 
Contains references to self-discharge or indifference about receiving further formal services, due to negative experience of rehabilitation, poor 
therapeutic relationship or a sense that people themselves are better able to direct their own recovery. 
Therapy too theoretical, irrelevant, 
patronising 
References to the experience and content of language rehabilitation as being irrelevant, patronising, unhelpful, vague, frustrating or too difficult. 
3.4 Responsive, life-relevant 
support services 
Contains references to people accessing or valuing access to an individualised, responsive and flexible range of life-relevant services in the long-
term including for example emotional support, beneficial language therapy and support in the community. 
Access to long-term, individualised 
and flexible support 
Contains references to people wanting access to formal support services in the longer term. 
Community support Contains references to support received from community services including librarians, home help, nursing and other. 
Emotional support Contains references to PWA receiving support (medical, counselling) for dealing with negative emotions and multiples losses post-stroke. 
Involving people in services Contains references to the perceived benefits of involving people with aphasia (and other disabilities) in the planning, running of organisations that 
support these groups. 
Language therapy goals and 
benefits 
Contains references to people's desire for improved communicative function, goals for language therapy and valued aspects of language therapy, 
beliefs about how it has helped people in their recovery. 
3.3 Supporting people to have 
positive, collaborative experiences 
of support services 
Contains references to the benefit of positive therapeutic interactions with clinicians who are knowledgeable about aphasia and using communication 
strategies, having social support when in health settings, including help with communication and memory in medical consultations from family 
members and individual differences in the desired level of collaboration and participation in care decisions and goal setting. 
Desired level of participation Contains references to people's desired level of participation in goal-setting and clinical decision-making, including people who trust the clinician as 
expert to make decisions versus people who express dissatisfaction at not being more involved. 
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Positive therapeutic interactions Contains references to positive interactions and relationships with health care professionals who are skilled and knowledgeable about aphasia in 
terms of well-being, hope and positivity and to facilitate confidence & trust in the clinician. 
Social support when in health 
settings 
Contains references to social support from family and friends for people with aphasia when in hospital or rehabilitation settings and of their inclusion 
in medical consultations to support communication where necessary. 
SOCIAL SUPPORT AND 
PARTICIPATION 
This group of descriptive themes concerns the individual, attitudinal, environmental and structural characteristics that impact positively and 
negatively on people with aphasia in terms of developing social and community participation. 
2.4 Attitudinal and structural 
barriers to participation 
Contains references to barriers to social and community participation including negative attitudes, ignorance about aphasia, conversational barriers, 
negative experiences and effects of community participation and restricted access to the work environment and public & commercial (non-health) 
services. 
Conversational barriers Contains references to specific features of conversational interactions and the physical environment that reduce communication access for people 
with aphasia and the subsequent experience of exclusion. 
Negative aspects of community 
participation 
Contains references to negative or unsuccessful experiences of community participation, volunteering or returning to work. 
Negative attitudes in the community Contains references to discrimination and disabling attitudes of people in the community without good understanding of aphasia as experienced by 
people with aphasia. 
Restricted access to public & 
commercial services 
Contains references to specific ways that PWA are excluded or restricted from accessing non-health services and utilities, including legal, insurance, 
banking, commercial and public transport services. 
That big word aphasia, half don't 
know the meaning 
Contains references to public lack of knowledge about aphasia. 
Work environment barriers Contains references to barriers to supporting the involvement and inclusion of people with aphasia in organisational activities (paid and voluntary) 
and the feasibility of changing disabling aspects of contemporary lifestyle. 
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2.6 Developing autonomy and 
contributing to the community 
Contains references to the positive impact of developing autonomy and reducing dependence on others (including ability to get around 
independently and living in one's own home) on social and community participation, and people's desire to be recognised as a useful, contributing 
member of the community, often recognising their own potential to help others going through similar experiences. 
Able to advise because of 
experience 
Contains references to people with aphasia feeling qualified to help others with stroke and aphasia. 
Getting around independently Contains references to being able to get to places independently (mobility, driving etc.) for participation and independence. 
Improved health and fitness Contains references to the positive impact of improved health status and fitness on participation. 
Independence and control through 
doing 
Contains references to developing a sense of independence and control through engaging in activities, doing things for oneself. 
Living in your own home Contains references to living independently in one's own home with support and assistance if required. 
Useful, meaningful and part of the 
community 
Contains references to a desire to feel useful, meaningful & part of the community through actions such as returning to work, volunteering, helping 
others. 
2.3 Lack of social support, changed 
relationship roles 
Contains references to negative changes to relationships, relationship roles and social networks, a lack of tolerance and understanding from family 
and friends, and the negative impact of a lack of social support in terms of participation. 
Friends stayed away, isolation Contains references to lost friendships and social networks and reduced opportunity for social contact post-stroke, a sense of isolation and desire for 
increased social contact. 
Lack of social support Contains references to a lack of family support and negative consequences for living independently and active community participation. 
Lack of understanding from family 
& friends 
Contains references to a lack of understanding and tolerance from friends & family. 
Negative changes to relationships Contains references to negative changes to relationships friends and family through a lack of understanding, ridicule, overprotection from others. 
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Negative impact parenting role Contains references to negative changes to parenting roles and relationships with children. 
2.5 Open to participation, doing 
things differently and gaining 
confidence 
Contains references to individual factors that enable participation, including openness to participation and doing things differently, using 
communication strategies,  ability to assert oneself with others and to raise awareness of aphasia and the bi-directional relationship between 
developing confidence and increasing participation. 
Bi-directionality of confidence and 
participation 
Contains references to the bi-directional relationship between confidence and participation: participation & developing skills (including 
communication skills) supports development of confidence/positive self-esteem and an expansion of independent engagement in higher levels of 
activity. Participation provides opportunity to learn new capacity and explore retained skills, which develops confidence. 
Communication strategies Contains references to the strategies people use to support their communication with others, including preparing words for use in specific 
interactions, use of communication books and AAC. 
Doing things differently Contains references to adapting activities to maintain and increase participation including taking extra time, managing fatigue and not doing more 
than is comfortable. 
Don't close in on yourself, socialise Contains references to being proactive about socialising, being open with others and not closing in on oneself. 
I say it, I've had a stroke Contains references to being open about one's difficulties, actively seeking help with communication, and being assertive when confronted with 
disabling attitudes from others. 
2.8 Opportunities, attitudes and 
structures that enable participation 
Contains references to social & community participation enablers including opportunities for social contact, increased public awareness of aphasia, 
facilitators in the work environment and when accessing public & commercial (non-health) services and accessible conversations. 
Accessing public & commercial 
services 
Contains references to procedures, training and formatting to increase the accessibility of non-health services and utilities, including legal, insurance, 
banking, commercial and public transport services, for people with aphasia. 
Conversational enablers Contains references to specific characteristics of skilled facilitative communication partners, including patience and familiarity with the person with 
aphasia and conversation ramps used. 
Opportunities for social contact Contains references to opportunities for social contact in the community, e.g. groups. 
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Raising public awareness of aphasia Contains references to raising public awareness of aphasia. 
Work environment facilitators Contains references to strategies for supporting the involvement and inclusion of people with aphasia in organisational activities (paid and 
voluntary). 
2.2 Reduced autonomy and 
disability 
Contains references to the negative impact of a lack of autonomy including a lack of financial autonomy, dependence on others, tensions around 
receiving social support and co-existing disabilities or health concerns on social and community participation. 
Being away from home, desire to 
return home 
Contains references to the impact of being away from home, either in residential setting or staying with family members & desire to get back home 
and have your own space as a marker of independence - for some, the benefits of formal inpatient care may be secondary to getting home. 
Dependent on others for 
transportation 
Contains references to the impact of loss of mobility, independent transportation on community participation and opportunities for socialising. 
Is not just aphasia Contains references to the impact of other stroke-related problems and other health conditions on participation and well-being. 
Mixed feelings about social support Contains references to mixed, negative or ambivalent feelings about receiving social support - feeling dependent and a lack of privacy, feeling like a 
burden on others, not having tasks done the way you want them, tension between struggling to do things for yourself or to accept support / change & 
have more energy to direct to other things. 
Negative impact on finances Contains references to financial disadvantage experienced by people with aphasia due to loss of earning power and barriers to managing their 
finances. 
2.7 Social support, feeling 
connected 
Contains references to the importance of spending time with family and friends, connecting with other people with aphasia, maintaining relationship 
roles, feeling connected and obtaining practical and emotional support in terms of enabling participation. 
Acceptance and understanding Contains references to acceptance and understanding from family and friends, not being treated differently or with sympathy. 
Caring for others and maintaining 
relationship roles 
Contains references to maintaining relationship roles such as parenting and grandparenting. 
Appendix 20 Preliminary interview coding using a flexible deductive approach 
501 | P a g e  
 
Changed attitudes, unmasking 
ability 
Contains references to the impact that successful volunteering and participation activities may have on family & friends attitudes towards the 
abilities, skills and capability of the person with aphasia. 
Emotional support & 
encouragement from family & 
friends 
Contains references to emotional support & encouragement received from friends and family members. 
Family practical support Contains references to practical support from friends and family members with everyday tasks, household activities, transport & facilitating people 
to live more independent, active lives - having support with ADLs, household chores may enable people to direct energies into more personally 
meaningful activities. 
People who’ve got the same thing Contains references to meeting and / or socialising with other people with stroke and aphasia in terms of mutual understanding, opportunity for new 
friendships, support and sense of belonging. 
Spending time together Contains references to feeling connected with friends and family, having meaningful relationships and spending time together. 
2.1 Withdrawing socially and lack 
of confidence 
Contains references to the negative impact of withdrawing socially, reduced ability to relate to others, lack of confidence and reluctance or inability 
to explain the nature of aphasia to others on social and community participation. 
Avoidance of talking Contains references to people giving up on their intended message or avoiding speaking. 
Difficult to explain aphasia to 
others 
Contains references to difficulty or reluctance on the part of people with aphasia to explain their condition to others. 
I have lost my ability to interact, 
relate 
Contains references to negative changes to self-expression and ability to relate to others. 
Putting oneself down, a lack of 
confidence 
Contains references to reduced confidence impacting negatively on participation or readiness for participation. 
Withdrawing socially Contains references to withdrawing from social situations, opting to be alone. 
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Appendix 22 Triangulation protocol and summary 
1) Triangulation process - summary 
 
1. Sorting – to 
determine overlap / 
divergence of 
content relating to 
the research 
question. 
The findings from studies 2 (Survey) and 3 
(Interviews) were extracted separately and sorted 
according to the headings in Excel: What supports 
LWA? What are barriers to LWA? What are 
recommendations for optimising support for LWA? 
2.  Convergence 
coding 
Themes were identified separately from the 
extracted findings of papers 2 (Survey) and 3-5 
(Interviews). For example, for the survey, the 
themes comprised the questionnaire headings and 
headings from the results and discussion section of 
chapter 4 (“paper 2”). For the interviews, themes 
comprised the discussion headings and thematic 
analysis headings from chapters 5-7 (“papers 3-5”). 
Themes were combined where meaningful – 
generally informed by overlap in the related 
recommendations / opportunities for optimising 
support for LWA. For example, in the interview 
data, “Emotional Upheaval” content from paper 4 
were combined with related themes about mental 
health support and relationships; and data relating to 
vulnerability in hospital settings and delayed stroke 
diagnosis were combined with broader content 
relating to the need for increased HCW awareness.  
 
At this point, themes across Survey and Interview 
findings were compared for similar content so that 
the data could be pooled. Themes were examined 
again for overlapping content relating to supports / 
barriers / recommendations. The output was a single 
Excel worksheet with a streamlined summary of 
relevant Interview and Survey data, presented 
according to common themes (rows) and by 
supports / barriers/ recommendations around LWA 
(columns). 
 
At this point, convergence coding was possible 
using the scheme below: 
Agreement, A (full agreement between the sets of 
results in terms of meaning and prominence of a 
theme). 
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Partial agreement, PA (agreement between the sets 
of results on either meaning or prominence of a 
theme) 
Silence, S (interview data are silent on a theme 
contained in survey data or vice versa)  
Dissonance, D (disagreement between the sets of 




The results of the convergence coding were 
examined and summarised in terms of overall level 




The thematic content in both sets of results were 
compared to identify key differences in scope, 




A summary of the findings and interpretation was 
circulated to the principle PhD supervisor to 
facilitate discussion and interrogation of the 
triangulated findings. To enhance quality and rigour 
of the triangulation process, a detailed, transparent 
audit trail of process and decisions was maintained, 
and regular supervisory meetings facilitated 





A summary of the triangulated results was produced 
and circulated to the PhD supervisory team for 
review and clarification. 
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Convergence and completeness assessment  






PA: Difference in scope, however survey data broadly support 
interview analysis and recommendations. 
 
Interviews: Aphasia rendered PWA vulnerable to adverse events, 
substandard care in hospital settings (delayed diagnosis, reduced 
access to healthcare needs including pain medication and ordering 
meals, and reduced ability to complain and self-advocate); PWA 
relied on other patients and family members to communicate and 
self-advocate; highlighted an apparent lack of aphasia knowledge 
and understanding amongst HCWs in hospitals, but also GP. 
 
Survey: Over a third of Speech and Language Therapists reported 
no aphasia information and/or training for other HCWs in their 
area. Specific breakdown of information to different professionals – 
highlighted a lack of training for mental health professionals and 
this was linked with reduced access to communicatively accessible 
mental health support for PWA. 
• HCWs involved in stroke care / 
working with PWA must be 
consistently equipped with aphasia 
knowledge and competency 
including supported conversation 
techniques and recognition of 
aphasia as presenting symptom of 
stroke (and implications for patient 
in terms of reduced ability to 
communicate their symptoms).  
• PWA must be identified as 
potentially vulnerable in healthcare 
settings and have liaison person 
with oversight of care, advocacy 
support, communication support for 
healthcare needs and to ensure 
continuity of care across care 
settings / transitions. 
• Given the potential longevity of 
clinical and care relationships for 
PWA of working age, need for 
participatory research with PWA 
and clinicians to implement 
meaningful change. 
Stroke awareness S:  
Interview data highlighted how some participants had delayed 
seeking urgent care as they did not recognise symptoms of stroke. 
• FAST-type campaign targeting 
awareness among working aged 
adults informed by further research 
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exploring reasons for delayed 
hospital presentation. 
Stroke Units S: 
Interview data highlighted the benefits of Stroke Units versus 
general hospital wards in terms of better coordination of stroke care 
with oversight from a stroke nurse specialist (with aphasia-
awareness), better access to therapies and a restorative health 
environment. Access was inconsistent, however, including in 
hospitals with Stroke Units. There was an apparent lack of 
transparency around the reasons for prioritising non-stroke patients 
for Stroke Unit access. Aphasia made it harder to question and 
make a formal complaint regarding substandard care. 
 
• Equitable, transparent access to 
Stroke Units as part of standard 
model of care. 
• Liaison person for PWA in 




Interview data highlighted the benefits of ESD (accessed by a 
single participant) in terms of coordinated multidisciplinary stroke 
care in the home; preparation for pace of subsequent inpatient 
rehabilitation. 
• Nationwide ESD roll-out. 
Liaison support 
and information 
about stroke care 
PA: Difference in scope, however survey data support interview 
analysis by highlighting informational barriers to PWA accessing 
SLT. 
 
Interview data highlighted how having service-related information 
was important for being able to advocate for further support. 
Furthermore, individual support needs changed over time and with 
evolving life situation, goals, recovery, relationships, employment 
and financial situation etc. (and therefore informational needs also 
change). Some PWA relied on family and/or local politicians to 
access support. Without such support PWA could be (and were) 
lost to services. Some PWA highlighted a need for liaison support 
to navigate services at different stages in their lives (for some, this 
• PWA need information and stroke 
liaison support and advocacy to 
access relevant care. A life-after-
stroke coordinator might provide 
responsive, flexible informational, 
advocacy (in the context of variable 
service provision) and liaison 
support in the long-term in the 
context of individual and family 
needs post-stroke. 
• Further research should examine 
effectiveness (in terms of 
facilitating access to quality stroke 
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was in the form of stroke group coordinators, ABII Keyworkers; 
for another, this would be a life-after-stroke coordinator). At the 
same time, service-related information was inconsistently available. 
There was an apparent lack of centralised information about stroke 
and aphasia care. This made it more difficult for PWA and spouses 
to navigate, organise and collaborate in decisions about their care. 
 
From survey data: Speech and Language Therapists identified 
access barriers in accessing SLT including informational barriers or 
lack of awareness of service (n=8).  
 
care) and cost effectiveness 
(including potential impact on 
secondary care use), of stroke 
liaison support for PWA of working 
age.   
 
Supporting PWA 
to make sense of 
aphasia 
PA: Difference in scope, however survey data support interview 
analysis by inconsistent access to aphasia information, a relative 
lack of online information (or signposting to same) and self-
management information, and a lack of understanding of aphasia 
among some PWA due to difficulty processing information in 
hospital and/or not receiving information.  
 
Interviews: Aphasia information important for recovery, self-
management. Variation in individual preferences regarding amount 
and timing of information. Inconsistent access to aphasia 
information, and a lack of online information relevant to younger 
PWA. PWA had variable knowledge of aphasia at time of 
interview. Most PWA had been given negative time-limited 
prognostic information by physicians.  
 
Surveys: Most Speech and Language Therapists provided aphasia 
information. This was mainly verbal (93%) and / or leaflets (86%). 
There was less access to information on an ongoing basis (50%), in 
the long-term (30%) and/or directly at any time (19%). There was 
also a lack of self-management information, general online 
• There is a need for equitable, 
transparent access to a responsive, 
integrated pathway of care for 
LWA (including aphasia 
information for PWA). 
• Need to develop accessible info in a 
range of aphasia-friendly formats 
that are available to PWA in the 
long-term post-stroke. 
• Need better online information 
relevant for working aged PWA. 
• PWA may need repeated aphasia 
learning opportunities at all 
recovery stages. HCWs / Speech 
and Language Therapists should 
treat each clinical episode as an 
opportunity to check in around 
informational needs. Make every 
contact count. 
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information and/or signposting to online information. One Speech 
and Language Therapist in the community highlighted a lack of 
aphasia knowledge amongst PWA perhaps linked with difficulty 
processing information in hospital and/or not receiving such 
information. 
• Need research to examine impact of 
negative prognostic info. 
Community 
support 
PA: Difference in scope / prominence, however survey and 
interview data both highlight a range of community supports 
available (mainly voluntary organisations and stroke groups), but 
also variation in the range and types of supports and inconsistent 
access for individuals and family members. Interview data 
highlight that community support and rehabilitation was variable 
and front-loaded and that some PWA were entirely lost to follow-
up support. While there was geographical variation in accessing 
community support (e.g. stroke support groups were not available 
in every county), the reasons were not always clear (as illustrated 
by P02, P06). In fact, it appeared that discharge planning and 
onward referral were inconsistent. This was echoed in the comment 
of one Speech and Language Therapist who observed that access to 
rehabilitation was dependent on having concomitant Occupational 
Therapy or Physiotherapy needs.  
• There is a need for equitable, 
transparent access to a responsive, 
integrated pathway of care for 
LWA. 
• Need lifelong flexible responsive 
access. 
• Once again, underscores need for 
information and stroke liaison 
support and advocacy to access 
relevant care - integrated across 
acute / community settings so 




PA: Differences in focus, scope and prominence. However, limited 
relevant content from survey data support interview data 
highlighting financial barriers to accessing support. 
 
Interviews: impact of a 2-tier healthcare system with variable, 
inconsistent and front-loaded access to care via the public system; 
and mixed ability to access care privately depending on financial 
situation. Some participants had medical cards which provided free 
care (though access barriers persisted). Inaccessible, bureaucratic 
medical card application / assessment process was a barrier for 
PWA.  
• There is a need for equitable, 
transparent access to a responsive, 
integrated pathway of care for 
LWA. 
• Need lifelong flexible responsive 
access free at point of contact. 
• PWA need information and stroke 
liaison support to access relevant 
care (incl. medical card support and 
advocacy). 
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Surveys: Speech and Language Therapists identified financial 
barriers to accessing SLT faced by some PWA in their area. 
 
 
Keyworkers S:  
Interviews highlighted how Keyworkers (voluntary orgs) were a  
valued source of regular social support, counselling, information, 
advocacy, connection. These were inconsistently accessed and 
time-limited, however for some PWA, their support needs are long-
term. 
• There is a need for equitable, 
transparent access to a responsive, 
integrated pathway of care for 
LWA. 
• Need lifelong flexible responsive 
access. 
• PWA need information and stroke 
liaison support (and advocacy) to 
access relevant care. 
Home help S:  
Interviews highlighted how Home help was valuable for individuals 
and their families but was inconsistently available. 
 
• There is a need for equitable, 
transparent access to a responsive, 
integrated pathway of care for 
LWA.  
• PWA need information and stroke 
liaison support (and advocacy) to 
access relevant care. 
General Practice 
(GP) 
 PA: Differences in focus, scope and prominence.  
Interviews highlighted how one participant’s GP scheduled longer 
sessions to maximise communication. Several felt their GP was 
ignorant of their aphasia diagnosis + about aphasia more generally; 
and unconcerned re wider psychosocial consequences of stroke / 
aphasia. Survey data complemented interview data highlighting a 
lack of aphasia info / training given to GP (identified only by 2 
Speech and Language Therapists). 
 
 
• PWA need information and stroke 
liaison support to access relevant 
care (this is not the GP).  
• Need to improve communication 
across care settings (e.g. aphasia 
diagnosis from hospital to primary 
care). 
• Need to improve HCW awareness. 
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PA: Differences in focus, scope and prominence, though survey 
data generally complemented interview data highlighting 
psychosocial benefits of SLT at all recovery stages, variable access 
and access barriers to SLT and a lack of SLT in the long-term. 
 
From interviews, PWA valued flexible access in the long-term in 
the form of an open-door self-referral policy. However, SLT was 
not consistently available; some had been lost to support in the 
community; support was generally front ended.  
 
From survey, whilst many reported SLT as readily available in their 
area, more than half identified various access barriers and overall, 
front-loading and sub-optimal dosage were evident. 
 
• There is a need for equitable, 
transparent access to a responsive, 
integrated pathway of care for 
LWA.  
• PWA need information and stroke 
liaison support (and advocacy) to 
access relevant care. Need lifelong 
flexible responsive access to SLT. 
 
Collaboration and 
choice in SLT and 
stroke care 
PA: Differences in focus, scope and prominence.  
 
Interviews highlighted how PWA were involved in various ways in 
supporting other PWA and in aphasia activism and lobbying – 
important to have these voices as part of developing person-centred 
care and addressing a lack of knowledge around supporting 
younger people with stroke and aphasia. However, no PWA were 
included in collaborative service design and delivery initiatives.  
 
This was supported in the survey findings: Over half of SLTs 
identified that PWA were not involved in service design; 
involvement was mainly asking PWA for feedback. A minority 
identified that post-stroke care was not collaborative (n=13; 15%). 
 
PA: 
From interviews, SLT supported psychosocial and communication 
goals at all stages of recovery; From survey, most Speech and 
 
• Room to develop efforts to increase 
awareness of aphasia and to 
proactively support the rights of 
PWA to communicative access and 
life participation. 
• This entails prioritising 
collaborative person-centred goal-
setting NB - targeting meaningful 
social participation, adapting to 
aphasia etc. 
• Working aged PWA must be 
meaningfully involved in setting the 
agenda for aphasia research, policy 
and service design. 
• Need for inclusive, participatory 
research with working aged PWA 
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Language Therapists supported social participation (in different 
ways). Speech and Language Therapists reported various barriers to 
supporting social and community participation of PWA. 
 
D: 
From survey, most Speech and Language Therapists practised 
individualised goal setting, targeted hobbies, included FMs and 
referred to voluntary and return to work organisations etc. 
However, from interviews, SLT goals were irrelevant and 
uninteresting for some PWA. This possibility was not highlighted 
by any SLT (although challenges to improving social participation 
were mentioned as above). 
 
around optimum flexible, relevant, 
person + family centred stroke care 
for LWA. 
Emotional 
support for PWA 
PA: Differences in focus, scope and prominence. 
 
From interviews, most PWA had experienced negative emotions 
and/or mental health issues (e.g. frustration, anger, anxiety, 
depression and suicidal ideation) to some degree post-stroke. 
However, access to mental health support was inconsistent - many 
who needed did not get. Counselling benefitted some who accessed 
it; others managed negative emotions through self-directed actions 
and family support. 
 
Survey data supported inconsistent access to mental health support 
/ psychological care.  23% Speech and Language Therapists 
reported none in their area and some commented on access being 
dependent on supported communication skills of individual 
practitioners (at the same time, aphasia information / training was 
reported as available to counsellors and psychologists by 2 and 4 
Speech and Language Therapists, respectively). 
 
• There is a need for equitable, 
transparent access to a responsive, 
integrated pathway of care for 
LWA + comprehensive, 
communicatively accessible mental 
health support for PWA. 
 
• Future self-management 
interventions should also target 
taking control / actively moving 
forward with life; opportunities + 
supports for working aged adults. 
 
• Further research is required 
examining how to support PWA of 
working age in personal recovery as 
they work through and cope with 
significant negative sequelae of 
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Furthermore, from the survey data, the wide range of services and 
professionals selected suggested a lack of consistency, agreement 
and standardisation.   
 
aphasia and stroke as they manifest, 
either within or without the mental 
health system  
 
• Clear need for more equitable, 
standardised access to 
communicatively accessible support 
for depression and other mental 
health problems for PWA. 




PA: Differences in focus, scope and prominence. 
 
 
From interviews, some spouses had benefitted from counselling 
and meeting other affected families and spouses (mainly through 
voluntary organisations). Spouses faced significant life upheavals 
and families had unique support needs which changed across time. 
Psychosocial support was inconsistently available, however, and 
was not always available when needed. 
 
From surveys, a minority of Speech and Language Therapists 
reported access to mental health and other support for family 
members including counselling (28%), clinical psychology (4%), 
family support groups (4%) and 13% identified no support for 
families in their area. From open comments, family support was 
mainly provided by voluntary agencies (n=5) and was generally 
limited and/or basic (n=2).  
 
• Families have individual support 
needs which change over time. 
• There is a need for equitable, 
transparent access to a responsive, 
integrated pathway of care for 
LWA (including families). 
 
• Given the relatively long-term 
impact on young families and 
increasing incidence of young 
stroke it is important to investigate 
further, using prospective methods 
if possible, the support needs and 
perspectives of close family 
members and children growing up 
in the context of aphasia. 
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PA: Differences in focus, scope and prominence. 
 
From interviews, children faced significant life upheaval and 
experienced negative emotional responses, which often surfaced 
many years post-onset as children become older, underscoring a 
need for responsive, person-centred support in the long-term.  
However, there was inconsistent access to emotional support for 
children. 
 
For some participants, parenting responsibilities had motivated 
them in their recovery. Some participants experienced changes to 
parenting relationship roles. Some participants described a lack of 
aphasia information for their children. 
 
Survey data supported a lack of support for children: a minority of 
Speech and Language Therapists reported access to children’s 
counselling (n=3, 4%) in their area. 
• NB to consider the wider family 
context in person-centred support 
for LWA.  
• Working aged parents with aphasia 
may have unique support needs.  
• Children have individual support 
needs which change over time. 
There is a need for equitable, 
transparent access to a responsive 
(long-term), integrated pathway of 
care for LWA (including children). 
• The findings highlight a need for 
further research examining the 
impact on parenting with aphasia 
and the support needs of younger 






friends of PWA 
PA: Differences in focus, scope and prominence. 
 
From interviews, information helped spouses to become more 
supportive / understanding + confident in explaining aphasia to 
others. Aphasia information for family and friends was obtained in 
hospital, rehabilitation, SLT, stroke groups and brain injury 
organisations. People also sought information about aphasia and 
services on the internet. However, access to aphasia information 
and training was variable. Lack of aphasia info / training impacted 
on the quality of conversations with family members and friends 
and ability to explain aphasia to family, friends and neighbours.  
 
 
• There is a need for equitable, 
transparent access to a responsive, 
integrated pathway of care for 
LWA (including information / 
training for family and friends).  
• Families need information and 
stroke liaison support to access 
relevant care.  
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From surveys, most Speech and Language Therapists provided 
aphasia information and/or training to family members (mainly 
verbal, leaflets, general online), but only a little over a quarter 
identified Conversation Partner Training was available for FMs 
(n=21, 27%). Information and training were less available for 





Interviews highlighted how family and friends were commonly a 
source of encouragement and practical support (e.g. with transport, 
shopping), which helped participation, autonomy and confidence. 
Some participants described how family and friends did not treat 
them differently and were supportive conversation partners, often in 
absence of formal aphasia information or training. However, most 
PWA experienced relationship changes e.g. in the family, 
community and loss of friendships. 
 
For some working aged PWA, meaningful social participation 
involved communicative access to a wide and flexible network of 
people. Conversation Partner Training, commonly delivered to 
dyads or small groups, may not be feasible or sufficiently 
responsive to the needs of young PWA. Some young PWA believe 
that CPT might not be acceptable to, or appropriate for all family 
members, and may inadvertently increase peer stigma and rejection 
• Need flexible, person-centred 
information / training. 
• Working aged PWA need flexible 
support in navigating a range of 
different communication formats 
with friends including, but not 
limited to, targeted CPT, supporting 
PWA to self-manage 
communication needs social media 
training.  
• Need further research examining 
how to better support younger PWA 
in this. 




PA: Differences in focus, scope and prominence. 
 
Interviews highlighted how For many PWA, voluntary orgs 
provided ‘a base’, somewhere to go and to meet others, form 
friendships and a peer network, and to develop structure and 
routine, particularly important after job loss and to learn new skill 
and being to make sense of and to process feelings. Some 
• There is a need for equitable, 
transparent access to a responsive, 
integrated pathway of care for 
LWA. 
• Working aged PWA have diverse, 
often opposing experiences and 
preferences relating to social 
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highlighted opportunities for family members to meet others for 
peer support, advice and information. However, PWA did not 
necessarily bond over shared experiences. Additionally, though 
some working aged PWA greatly enjoyed various aphasia / stroke 
groups, these did not interest everybody. Finally, there was variable 
access to stroke groups across the country. 
 
Survey data complement the above by highlighting how most 
Speech and Language Therapists referred PWA to voluntary 
organisations (n=56, 72%). 
 
 
participation. The aphasia 
community / peer network does not 
suit all working aged PWA.  
• Need wider access to general 
interest groups in the community + 
better understanding of supporting 






PA: Differences in focus, scope and prominence. Interview data 
highlighted how some PWA were considerably involved in aphasia 
activism / lobbying and awareness raising initiatives including 
communication training, and lobbying. Many (but not all) PWA 
wanted better aphasia-awareness in the community, which they 
linked with improved communicative access to commercial and 
public services. Survey data highlighted how some Speech and 
Language Therapists too were involved in raising awareness and/or 
supporting PWA to raise awareness. 
  
• Need to raise aphasia awareness to 
improve community access - as 
suggested by participants, public 
transport, disability liaison person 
in utilities companies, 
communication training in cafes 
etc.  
• Future research should be 
conducted in partnership with 
activists in the aphasia community 
to explore ideas for a united aphasia 
voice, potential support needs and 
to meaningfully include their voice 
in guiding the aphasia agenda. 
• Working aged PWA must be 
meaningfully involved in setting the 
agenda for aphasia research, policy 
and service design. 
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End of job / return 
to work 
S: 
Interviews highlighted how ending employment affected people 
both positively and negatively depending on individual contexts 
and finances. Supportive employer characteristics (experienced by 
one PWA) and numerous barriers to returning to work were 
highlighted. 
 
• There is a need for better support 
and opportunities for interested 
PWA to secure employment in paid 
positions reflective of their pre-
morbid skills and experiences, for 
example through the development 
of appropriate guidelines and joint 
working between SLTs, voluntary 
brain injury organisations and 








PA: Differences in focus, scope and prominence.  
 
Interviews highlighted how many PWA hoped or planned to return 
to work in future. Several re-purposed professional skills to explore 
new opportunities for employment and/or meaningful and fulfilling 
occupation (both voluntary and remunerated positions). SLTs 
provided a range of community participation opportunities 
including facilitating aphasia groups and supporting other PWA.  
 
“Finding your feet” with aphasia involved understanding altered 
abilities, communication and participation strategies, self-directed 
recovery and getting out and/or meeting people. Some developed 
confidence, grit, positivity to participate meaningfully in their lives 
with aphasia. 
 
Whilst some valued meaningful voluntary employment 
opportunities, lack of remuneration and/ or opportunity for 
progression impacted negatively on the confidence and wellbeing 
of others.  
 
 
• Working aged PWA need 
opportunities for paid employment 
that allows for meaningful 
contribution and progression.  
• There is a need for better support 
and opportunities for interested 
PWA to secure employment in paid 
positions, reflective of their pre-
morbid skills and experiences, for 
example through the development 
of appropriate guidelines and joint 
working between SLTs, voluntary 
brain injury organisations and 
return to work agencies.  
• Future self-management 
interventions should target taking 
control and actively moving 
forward with life with attention to 
the opportunities and supports for 
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Surveys complemented interview data: Most Speech and Language 
Therapists referred PWA to voluntary organisations (72%); some 
referred PWA to return to work services (27%); and /or supporting 
PWA to raise aphasia awareness (12%).  
people of different ages, and 
specific self-management 
interventions for occupational 




S (although Survey showed the proportions of Speech and 
Language Therapists referring PWA to voluntary organisations, the 
questions did not explicitly address the impact of education and 
training on LWA). 
 
Interview data highlighted how some PWA greatly enjoyed various 
aphasia / stroke groups and training courses, but these did not 
interest everybody. 
• Need wider access to training 
courses that better reflect personal 
and professional interests. This 
could be achieved, for example, by 
identifying various evening or adult 
education courses as aphasia 
friendly. 
• Further research is necessary to 
examine how to overcome further 
education barriers for PWA, 
including a lack of access to 
appropriate learning support 
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Methodological silence – this content was not explicitly addressed 
as focus of survey.  
Sub-themes relating to emotional upheaval of PWA, families, 





Grit and positivity S 
Methodological silence – this content was not explicitly addressed 
as focus of survey.  
Sub-themes were incorporated into Interview themes relating to 
Supporting PWA to make sense of aphasia (as relevant for self-
management support) and Emotional support for PWA. 
 
Finding your feet S 
 
Methodological silence – this content was not explicitly addressed 
as focus of survey. Sub-themes relating to ‘finding your feet’ 
including ‘doing things differently’, ‘I’m going to try to learn more 
stuff’, ‘having a laugh and giggle’ were incorporated into Interview 
themes relating to New opportunities for meaningful occupation, 
contribution and participation, Education and training and Peer 
network – voluntary brain injury organisations. Content also 
incorporated into Interview themes relating to Supporting PWA to 
make sense of aphasia (as relevant for self-management support). 
 
 
Your SLT service S – Methodological silence: not addressed as focus of interview 
study. 
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Caseload S – Most questions were not addressed as focus of interview study. 
 
D - Proportion of caseload aged 18-65 years of age: All interview 
participants were of working age. 
In the survey study, most Speech and Language Therapists reported 
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Appendix 23 Examples of critical reflection over the course of the PhD 
 
 
A) Excerpt from written reflective memo following a PPI session illustrating 
reflexivity and reflections following discussion with supervisor (co-
facilitator).  
 
REFLECTIONS FOLLOWING 2nd SESSION 
My communication style & Active listening 
I had tried to improve my ‘active listening’ - tuning in to what people were saying, 
clarifying, responding and prompting them to expand their contributions. I felt 
this worked better at the start of the session - I was very tired by the end of the 
session and it was difficult to actively listen whilst charting contributions on the 
stickies. At least during the interviews this won’t be a problem, unless I’m 
specifically writing key words in order to support communication / recall. 
Further to de-brief with SF, I perhaps over-encouraged (member1) for example 
to give information (e.g. about counselling) and (member20 (around fatigue) that 
was not perhaps 100% germane to the conversation.  SF observed that I gave 
good support A to express her ideas, but overall need to protect B&As’ time / 
floor space more. 
I still feel that I sound too slow / gentle - could come across as patronising. I also 
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need to be more definite and less apologetic - I use a lot of tentative language. SF 
doesn’t and it sounds much better. Listening to the recording is useful - I clarified 
back wrong information to one member at one point - knowing this gives better 
context and allowed me to correct some information. Actually, I’m not the 
greatest active listener at all! Is this just practice?  
Listening back over the discussion at lunchtime that I missed, it was interesting 
to hear SF prompt people and speaking with them - encouraging them to lead, 
but still supplementing it. I need to learn how not to simplify the delivery (whilst 
simplifying the message). It was also interesting to discover that SF keeps 
prompting back to positives (e.g. what helped); I keep prompting the negatives 
(e.g. lack of services)! 
Overall, I feel incredibly privileged that these people are taking their time to 
take part, help me and share their experiences with me.  
Time management 
This session was better in that we did manage to finish on time. Overall, closing 
the session felt less rushed and I was able to coordinate with (member 3)’s taxi 
and thank everybody properly. This is because I realised that we wouldn’t finish 
everything with about 5 minutes to go, and so I moved on to evaluation rather 
than re-confirming stickies from finding 3. There was an issue in that “over-
listening” to things not related to the research meant that we ran out of time.  
This is great practice for me for the interviews because I’m not that great at 
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prompting people in a specific way - good in a way that they do keep talking and 
keep going but I could get better.  
Next session - need to more tightly control time and round robin. Prompts / 
time for clarification should be linked with the topic being discussed. I will try to 
move people on if points are repeated. 
 
Clarifying the stickies 
The process of going through the stickies is a little different now. 
Bearing in mind that I am clearer about the purpose of the group in terms of 
giving their opinions on the themes (and thus putting lay language on the 
content of the themes, which will help in terms of interviews). 2) presenting 
back a summary of their opinions (in over-arching themes as relevant). 3) to 
comment on the key concepts that are important to ask PWA and FMs and SLTs 
about. 4) to do a pilot interview and give feedback to me. So, for finding 1 I 
clarified back the stickies to everybody once. This was enough. It was not 
complicated by doing groupings of themes. I’m not convinced by putting things 
into themes during the session because ultimately there’s overlap across 
content & will need to be revised. Will present back overarching themes & some 
content at session 4 in January. 
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Group dynamic 
There was good interaction between group members, who asked one another 
questions, encouraged one another to expand further, clarified one another’s 
contributions and overall were interested in hearing about one another’s 
experiences, e.g. of service provision. Per SF, there was better turn-taking today. 
Would be good idea to let people decide themselves who goes first rather than 
imposing order. 
Timing 
I think it is a good thing that there won’t be a 4th session until mid-January - can 
focus on interview literature, systematic review write-up etc. Can also do 
practice interview with SF & have several SPHeRE deadlines in early January too. 
Evaluation 
Once again, everyone gave full marks, except for (member) in relation to the 
extent to which (they) felt (their) opinions were listened to and recorded 
accurately (“yes, mostly”). (member) advised that it was mainly in relation to 
their own inability to fully express their opinions and doubted that it would be 
possible to fully support them in this regard. However, (member) did also feel 
that sometimes the interpretation / clarification I offered was not always 100%. I 
asked (them) to let me know when this was the case etc. Also, SF suggested that 
sometimes (member) may in fact want us to help them in real time and offer them 
suggestions - however it is difficult for us to know when it is ok to do this. We 
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agreed with (member) that at the next session we will check in with them and 
suggest that if they do want us to suggest stuff (e.g. binary choice options of what 
they are trying to express), that we are more than happy to do so, but that they 
must let us know when this is ok to do. SF suggested that this does justify 
checking back in with people about the content on the stickies as we go along, 
rather than at a single time point at the end of the discussion. 
 
Next session 
- Be more focused on topic 
- Move people on as necessary 
- Let people talk - regular stickie checking if necessary 
- Equalise participation amongst all group members 
- Let people decide themselves who goes first 
- Stickie changes (same colour for everyone etc.) 
- Talk faster, more definitively and naturally. 
- Check in with (member) around supporting self-expression and previous post-
it for which there was a breakdown in communication.  
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B) Research memo written following conversation with supervisors and a 
methodology expert to inform decision around using Participatory 
Learning and Action research approach. 
(names of advisors) feel that the PLA approach is not a good match with the aims 
/ scope of the advisory group; also there are several practical differences between 
the advisory group and the group that (expert) engaged (mine is much smaller 
and people will all have a milder level of aphasia). (advisors) agree that my 
clinical training is enough for supporting the group per the aims. I will use visual 
and other techniques and describe these thoroughly. (expert) has also made some 
helpful suggestions on the spacing and scheduling. 
 
C) Excerpt from memo reflecting on an evolving approach to transcribing 
interview data for the purpose of addressing the research aim. 
The aims of the interview research are (1) to obtain information about living well, 
experiences, opinions etc. From PWA - it is almost incidental that they have 
aphasia in this sense - this information is in verbal and nonverbal format and (2) 
to transparently document where this meaning has been clarified / scaffolded / 
suggested by the interviewer in order to let the reader determine to what extent 
this information / meaning has been provided by the PWA / prompted. The focus 
is not on the language / conversation analysis (although it does include analysis 
of nonverbal language in so far as to capture meaning intended) however in order 
to transparently show what information is provided by PWA (or prompted) and 
how style deviates from usual qualitative interviewing, it is necessary to show 
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where ideas were provided / clarified / expressed by the interviewer. This is not 
‘conversation analysis’ as such. To depict speech of PWA is not unproblematic - 
is it not the ideas that are more important? The views expressed (which is the 
goal) rather than the impoverished modality, which perhaps does not resonate 
with the interviewee’s identity / culture etc. In order to elevate the ideas to status 
they deserve, they do not need to be filtered, represented through aphasic 
language in order to be ‘authentic’, merely a pointer to where these ideas were 
expressed by PWA via open ended questioning or provided through scaffolding 
etc. Is there a hierarchy around presenting aphasic content as deviant? Non-
standard? What is the purpose? If I can’t understand it then I should just write 
that. Is it more important to hear the voice of the PWA or the VOICE (I.e. 
meaning, personhood) of the PWA? 
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D) Excerpt from memo critically reflecting on and helping to understand my 
own ontological and epistemological beliefs. 
 
My worldview 
As an undergrad in Astrophysics, I had numerous conversations with a maths-
obsessed classmate about the relationship between maths and reality. He had 
sensed my ill-formed instinct, likely communicated through eyerolling, that 
reality was bigger than maths. That maths was but an elegant tool for explaining 
linear and non-linear, emergent patterns and occurrences in the natural world. My 
classmate argued that nothing in the cosmos could exist that would contravene 
the natural laws described in physics and maths. He steadfastly sought to 
indoctrinate me. Maths was his God, but that wasn’t the reason he was intent on 
trying to convince me. In hindsight, he was trying to test the limitations of his 
philosophy, and spoke to me because as he saw it, I had talents which he did not 
(including writing and arts-based subjects), and which did not fit neatly into his 
understanding.  
Studying meta-theory as part of developing this PhD finally allowed me 
to put language on the instinct I had been unable to express: that multiple realities 
exist at natural, material, psychological, social, cultural levels; and which 
necessitate multiple ways of creating knowledge and understanding (i.e. maths, 
statistics, qualitative methods, mixed methodologies and syntheses). Our 
knowledge of reality (epistemology) and the tools we use to uncover it (e.g. 
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maths, statistics, writing) are smaller in scope than reality. My classmate 
essentially came from a positivist tradition – he conflated mathematical 
modelling of reality and scientific laws with reality itself. For him, reality was 
limited to what might be revealed by maths.  
Over the course of my career and as I aged, I softened to non-numerical 
approaches and disciplines. I pursued a career change and my outlook evolved. I 
became versed in qualitative research methods and exposed to an interpretivist 
paradigm. Things started to make sense: the intuition that maths and numbers 
could not explain everything; that different ways of knowledge creation were 
required to describe different facets of reality from linguistics to biopsychosocial 
approaches in SLT to implementation in the context of health services; that much 
of reality is dynamic and linguistically, socially and psychologically mediated; 
and that our knowledge of reality is partial, flawed and evolving. I became more 
oriented towards interpretivist approaches and more reflexive about my own 
positionality and biases and that of others regardless of research-orientation.  At 
the same time, I became more sceptical regarding simplistic divisions between 
quantitative and qualitative approaches. I knew from my physics days that 
inductive, exploratory techniques were necessarily applied in theory 
development despite the medium of numbers. I knew that limited capacity to 
interpret, understand, apply and unite knowledge existed in ‘objective’ scientific 
pursuits too. I could not get on board with the worldview that reality is socially 
constructed. – I did believe not in the reality of maths, but rather the independent 
reality of the cosmic level of reality, the natural and social world. My undergrad 
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thesis focused on chaos theory, complexity and non-linear dynamics. I was 
fascinated by the concept of emergent behaviour, the idea that things are more 
than the sum of their parts. Again, that some aspects of reality are beyond our 
prediction and knowing, but that this knowing can evolve and improve. At the 
core of my being, I could not shake the resolve that there is some aspect of reality 
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E) Excerpt from reflexive memo written after conducting a qualitative 
interview. 
What happened (observational notes) 
Interview in home of participant. 
Parents in and out. 
Natural, she made them tea (and herself).                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                        
 
My thoughts & reflections on what happened (theoretical notes) 
Interesting speaking with young woman of certain age. 
Rapport is different. 
Felt effortless and informal. 
We have shared reference points and humour. 
She opened up to me and commented at end that I’d gotten to know her. 
She was very happy to have had option to do all in one sitting and from phone call I 
knew she would be able for it and that her aphasia was sufficiently mild that I 
wouldn’t need to prepare  specific ramps prior to interview. Also meant I didn’t 
have overlap of info from Ax that I try to elicit for interview. 
Really managed to use open questions maximally I feel. 
 
Critique of the process/things I might do differently again (methodological notes) 
Found it hard to find house - GPS in phone might help. 
Overall was very pleasant, informative and good interview. 
 
 
